Richard Woods @Richard_Autism
29 May - 76 tweets - Richard_Autism/status/1398755419108122624

Going reading O'Nions recent work. At least they have
referenced one article of mine. Ignored critique of EDA-Q
in said article which is bizarre.

@HappeLab

Sigh, perhaps one day I will view O'Nions work to be equivalent to mine quality, but
this is not one those days.

LY L)

Disorders

Extreme Demand Avoidance in Children with Autism Spectrum Disord...
Extreme/“pathological” demand avoidance (PDA) describes a presentation found in
some children on the autism spectrum, characterized by obsessiv

https://link.springer.com/article/10.1007/s41252-021-00203-z

@HappeLab I doubt that article will score well on here, sigh.

Subclinical PDA EDA-Q : Extreme Extreme
T?-:/F:SSN:OSI:I—II)(S: Traits/ Broader Threshold/ Newson. é‘gul d& Demand
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A DRAFT OF THE PATHOLOGICAL DEMAND AVOIDANCE - BALANCE...
A DRAFT OF THE PATHOLOGICAL DEMAND AVOIDANCE — BALANCED
LITERATURE TOOL (PDA-BLT). Introduction. This is a quick blogpost to introduce
a draft of a tool to screen PDA literature with, which assesse...

https://rationaldemandavoidance.com/2021/05/22/a-draft-of-the-pathological-demand-..

Link to article of mine. Screenshot of critique of the EDA-Q.
https://www.researchgate.net/publication/338650142_Commentary_Demand Avoi

dancePhenomena_a_manifold issue_Intolerance of uncertainty and_anxiety_a
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s_explanatory_frameworks for_extreme demand_avoidance_in_children_and_ad

olescents - a_commentary_on_Stuar

d population experiences co-occurring anxiety-based dis-
s orders, the extreme anxiety levels reported in the DAP lit-
p- erature are plausibly the result of the interaction

isms’, and there is insufficient evidence to favour any of
DAP’s proposed ontologies over another (Woods, 2019b).
Essentially, all has to inform policy and practice in rela-
tion to DAP is opinion, including this author. It could

- therefore be argued that it is inappropriate to include
2 DAP as part of the autism spectrum asit is a false equiv-
- alence fallacy.
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m  press). Parts of DAP profile are hard to measure, such as
e lacking sense of identity, pride or shame’ Woods,

“ord OX4 2DQ, UK and 350 Main St, Malden, MA 02148, USA

Interesting apparently O'Nions is stating that routines and structure might benefit
some persons with PDA, yet ignores how this was actually in Newson's original
research...
https://www.autismeastmidlands.org.uk/wp-content/uploads/2016/10/PDA-
discriminant-functions-analysis.pdf
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There seems to be a concerted effort to argue there might be a collider bias in
Newson's research, instead of actually checking Newson's research statistics for if
there could be a collider bias.

(@HappeLab We know if there is a collider bias, then it could only be present in
between 25% - 33% of Newson's cohort: Bulk of Newson's cohort was recruited after
expansion of autism spectrum to include Aspergers. This is just sloppy.
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WHAT THE LITERATURE AND RICHARD WOODS SAY ABOUT NEWSO...
WHAT THE LITERATURE AND RICHARD WOODS SAY ABOUT NEWSON ET AL
(2003). This is a living document, | update as | reflect upon Newson’s work more
and with more is said about it in the literature....

https://rationaldemandavoidance.com/2020/10/17/what-the-literature-and-richard-wood. ..

(@HappeLab It also does not consider other reasons for differences between PDA and
autism, that are results of Newsons methodology; also more pertinently that it is
demonstrably true PDA is not autism.

@HappeLab Article ignores conflict of interest present in the Being Misunderstood
report, due to those who consulted on the report. Also ignores other literature, which
argues growth in PDA is driven by non-autistic stakeholders & activities like
conferences.

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

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.
As such, these results do not provide information about
the prevalence of PDA features, or how they compare to
a population cohort of those with autism. However, these
data remain useful as a large sample of cases undergo-
ing assessment for possible social and communication
disorder.

Further limitations include the fact that cases not spe-
cifically suspected of social communication disorders were
not included. and that none of the cases was comprehen-
sively clinically reviewed by experienced clinicians for
the purpose of making or refuting a clinical diagnosis of
PDA. For a minority of participants, diagnostic information
with respect to autism spectrum disorders was also unavail-
able. The cutoffs selected here were made pragmatically
to ensure that a sufficient number of PDA features were
present in the cases included in the PDA groups. However,

these data do not provide information on the degree of day
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Identifying features of ‘pathological demand avoidance’ using the Diag...

The term ‘pathological demand avoidance’ (PDA) was coined by Elizabeth Newson

to describe children within the autism spectrum who exhibit obse

https://link.springer.com/article/10.1007/s00787-015-0740-2

(@HappeLab It also ignores how Help4Psychology seem to have created their own

PDA definitions, which are NOT representative of literature:

FREQUENCY
AND
INTENSITY
OF DEMAND
AVOIDANCE.

DIAGNOSTIC THRESHOLDS.
Eaton & Weaver (2020).
Wing et al (2011).

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. .

(@HappeLab There is also no review of the use of the EDA-Q in PDA research and
therefore no discussion of just HOW important the EDA-Q is to knowledge base on
PDA. Likewise, no discussion on how often EDA-Q is used in diagnosing PDA.

@HappeLab This seems to be a poor quality article that come to expect from Liz

O'Nions and others on PDA.

(@HappeLab Another example of sloppy literature review, is discussing how
behaviours seen in PDA do not respond well to reinforcement-based approaches, is
described in recent work. Newson et al reported that praise, reward & punishment as

ineffective, page 597
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identity, these behaviors may also reflect camouflage/
masking, described by some autistic people as a means to
avoid unwanted social attention (e.g., Livingston et al., 2019).

Children described as having PDA showed extreme lability
ofmood, including sudden changes from loving to aggressive
behavior, impulsivity, obsessions, passivity during infancy,
and neurological “soft signs™ such as motor clumsiness
(Newson et al., 2003). They were as often girls as boys
(Newson et al., 2003).

Newson et al. (2003) reported the findings of a discrimi-
nant functions analysis for a sample recruited between 1975
and 2000. This analysis identified fewer “typical™ autism fea-
tures (e.g., difficulties with eye contact, lack of symbolic play,
stereotypical motor mannerisms, ete.) in those with PDA com-
pared to those with more typical autism/Asperger presenta-
tions. Strategies effective for children with “typical” autism,
such as routine and repetition, were reportedly unhelpful for
the demand avoidant group, who resisted the imposition of
adult control. Instead, the demand avoidant group were said
to benefit from strategies that were not rule based, such as
using novelty to distract from perceived demands (Newson

@HappeLab
"Praise, reward, reproof, and punishment ineffective; behavioural approaches fail."

Newson et al (2003, p597).
https://adc.bmj.com/content/archdischild/88/7/595.full.pdf?with-ds=yes

(@HappeLab There are good reasons why I question if O'Nions is a reputable
information on PDA. Latest article is not doing much to ease my concerns.

Interesting that it seems to be another study that shows that PDA behaviours
decrease with age. Then refer to Gillberg et al (2015). Again, I discuss this the article
of mine I reference & I discuss implications of it.

In recent work, Eaton and colleagues outlined eriteria used
to identify individuals with ASD who show a PDA presenta-
tion (Eaton & Weaver, 2020; O'Nions & Eaton, 2020). It

i ‘whether the ED: iscrimi
‘who meet these riteria from those for whom demand avoid-
ance may be more time-limited and context specific. More
‘work is needed to investigate whether a cut-off can be identi-  F

Child Adolesc Ment Health 2020; *(+): *+-#+

o

8,
prehensive tools would be required. 4
Further research s needed 1o explore sability of EDA traits.

EDA-S scoes, which approschod significance. Work by &
Gillberg et al. (2015) suggests that the majority of individuals

showing EDA features in childhood no longer do so in adult-
‘hood. However, Gillberg et al.’s (2015) population-based ASD

PDA, of whom only two engaged in socially manipulative or €
shocking behavior o avoid demands. Therefore, more work is
needed to examine tjectories of EDA in chidren with ASD

‘who show high levels of these traits.

Stuart and colleagues’ two studies provide a descrip-

tion of a proposed interaction between IU, anxiety and

DAP. DAPis not a research priority of the autistic popu-

lation (Woods, 2017). The clinical need for the DAP con-
(Wood:

of conducting potentially unnccessary research ona vul-
ementary nerable group, lice DAP carers, should receive higher
‘materal avaible at hips:/doiorg/101007/41252.021-00203-2 . b "

ing the wishes of autistic persons. Their results would

E.
Ship from the M.M. Delacroix Support Fund. We ar extrmely grateful

efforts. We thank Jane O"Nions for her helpful comments on the
manuscript.
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@HappeLab It does seem a reasonable statement that this article by you & others

would have benefitted from more engagement with Woods (2020).

@HappeLab I emailed O'Nions a copy of this blog post to comment on, during mid

March 2021, a month before this was accepted. It is possible that they had time to
read it.

DIAGNOSTIC THRESHOLDS.

_____________ Eaton & Weaver (2020).
_____ — — — - Wing et al (2011).
FREQUENCY
AND _——— S Newson et al (2003).

INTENSITY
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OF DEMAND
AVOIDANCE.

— — - 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. .

(@HappeLab I also think some of Gillberg et al (2015) high drop off rate of those
meeting caseness for PDA is due to their diagnostic threshold being low, the core
PDA traits (as I define them) do not need to be present to meet Gillberg et al (2015)
threshold.

(_ Criteria A - Surface Sociability )
( \ (optional trait):
A—Deficits in social communication Al — Atypical interaction and confused world
and interaction view. Often with extreme behaviours, like
Al—Deficits in social-emational violence when angry or panic attacks. )
reciprocity
A2—Deficits in nonverbal Criteria B — Anxiety based restricted
communication and repetitive behaviours and interests
\.—\3—Deﬁcits in relationships y (RREIs): ]
BI - 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 B5 - Strategies of avoidance are
B3—Restricted, fixated interests vssem‘iall)r socially manipulative. /
B4—Hyper- or hypo-reactivity to /- - 8
Qensory input / Criteria C — Neurodevelopmental
~ (optional traits):
C—Early onset: C1 - Language delay, seems result of
Cl - Early passivity.
presence (2 - Neurological Involvement.

J  C3 - Passive early history in first year.
\L C4 - Sensory Differences

@HappeLab I refer to Gillberg et al (2015) threshold as "Subclinical PDA Traits/
Broader PDA Phenotype".

GAUSSIAN CURVE OF ESTIMATED PDA POPULATION AND DIFFERENT DIAGNOSTIC THRESHOLDS.

Subclinical PDA EDA-Q . Extreme Extreme
T[})-:QESN}-?OSIT[E Traits/ Broader Threshold/ Newscméﬁuld Demand
. PDA Phenotype. DSM-5 OCD. " Avoidance.
1 1 1 1
1 1 1
1 1 1
1 1 1
1 1 1
1 1 1
1 1 1
NUMBERS . '
OF | | |
PEOPLE. : :
1
1

FREQUENCY AND INTENSITY OF DEMAND AVOIDANCE.

(@HappeLab Point is that if Gillberg et al (2015) are diagnosing persons who do
contain most features of the Demand Management Cycle, which is informed by some
of O'Nions research. It is unlikely PDA behaviours would be developed & maintained
as a CYP matures.
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@HappeLab Thus explaining why it why Gillberg et al (2015) decrease so much in

their sample.

I notice mention of "strategic" or "manipulative" social demand avoidance
behaviours. This is a plus point.

Current view is that both descriptors can be applied, potentially changing with
context.

Glad targeting behaviours with intent was mentioned.

i The HSQ may be a useful tool for exploring the types of

activities that trigger avoidance or behavior that challenges.

This measure was identified as having favorable measurement
i d to other of behavior probl

in young children with autism (McConachie et al., 2015).

Items in the HSQ (described in-depth in Chowdhury et al,

2016, Table 2) could be helpful in identifying particular trig-

triggering behavior that challenges.

Clinical accounts of PDA highlight a range of concems,
only some of which are covered in the EDA-8 and other mea-
sures described here.

B R o . T T

Limitations and Future Research Directions

Limitations of the present smdy include the lack of clinical data
(e.g.. gold-standard diagnostic instruments), reliance on infor-
mant report of diagnoses, reliance on a single method of damn
collection (Le., questionnaires), and a single informant (one par-

giver). Further multimethod i igation is needed in a
sample who have received standardized clinical assessments. We
:  note thata similar paiem of results was reported by Chowdhury

sesting that thic did not comnmmise the findines

(@HappeLab cannot say I am impressed with this apparent "obsession" with
researching PDA in autism & fallacious axiom that PDA is an ASD.

(@HappeLab There seem to be an issue of selective referencing. No mention of EDA-
Q detecting PDA in non-autistic persons. Presumably, you & others would say PDA is
an ASD, EDA-Q was detecting autistic persons, because it was detecting PDA. Or
"false positives"
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@Happe This research by yourself, O'Nions & others is about refining EDA-Q's ability
to detect PDA in autistic CYPs, so there is a COI in not reporting the EDA-Q detects
PDA in non-autistic persons; as it is a lot harder to justify this research's rationale.

Child ASD severity
Social interaction” 01 06
Social communication” -.03 05
RRBE 13 12
SCQ total score” 07 13¢

Inflexible Non-compliance and each of the measures expected ey
to show divergence (Table 55). We found that coefficients  (2(
were similar, with the following exceptions: SDQ Conduct  sw
Problems was more strongly related 1o EDA-S than it wasto  the
both Demand Specific Non li and Socially Inflexib
Non-compliance, and EDI Dysphoria was more srrongly re-  bel
lated to EDI Reactivity than it was to EDA-S. chi
ol
L
Discussion i
“E
The aim of the present study was to conduct psychometric ic
analysis to refinc the EDA-Q using data from parons 1
caregivers of children reported to have an ASD diagnosis. g
The goal was to identify whether one or more dimensions best v
described EDA-Q items in an ASD sample, and t drop items
that were not sufficiendy discriminaing, or which behaved ity
differently with respect to quantifying EDA dependent on 1
the child’s age, gender, ability level, or independence in daily  str
living activitics. asi
In line with previous analyses, we found that 23 of the 26 to1
EDA-Q items loaded significantly onto a single underlying ~ Fu
component (O'Nions, Christie, et al,, 2014a). IRT analysis ~ po

€ springer

@HappeLab It begs the question, why not also do this research for PDA in non-

autistic persons? Oh, PDA is seen in non-autistic persons, PDA cannot be autism.
Means one cannot assume PDA is autism. So it is easier to not mention it and avoid
such issues.

(@HappeLab Links to where EDA-Q has detected PDA in non-autistic persons.
i

Develo

Pathological Demand Avoidance in a population-based cohort of childr...
Childhood epilepsy is associated with a range of neurobehavioural comorbidities
including Attention-Deficit/Hyperactivity Disorder (ADHD), Autism Spec...

https://www.sciencedirect.com/science/article/abs/pii/S0891422214003461?via%3Dihub

&
https://www.pdasociety.org.uk/wp-content/uploads/2019/09/Research-Meeting-
Report.pdf

&
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Nationa
Autistic
Society

Pathological demand avoidance (PDA) 2018 presentations
pda conference 2018

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

Badgrowd

m; e w l
Pattological Demand Avoidance in a population-based cohort () s
of children with epilepsy: Four case swdies
Elben O
We carried out qualitative analysis of the developmental
histories taken
bt . “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 a particular stressor (often
school). This usually becomes more apparent around the age of
5-7, but can appear at the transition to High School

e

(@HappeLab unless O'Nions has referenced Garralda in their PhD thesis, it would
appear that she has not yet referenced their article in print...

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#pathological-demand-avoidance-syn...
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@HappeLab An obvious place to cite Garralda (2003) would have been here, with

Chowdbury. M., Aman, M. G, Seahill, L, Swiezy, N., Amold, L. E.,
Lecavalier, L., Johnson, C., Handen, B., Stigler, K., Bearss, K.,
Sukhodolsky, D., & McDougle, C. J. (2010). The home sitwations

ire-PDD version: ure and psych prop-
erties. Journa of Intellectual Disability Research, 54(3), 281-291.
‘haps:/fdolong/10.1111/5.1365-27882010.01259x.

Chowdhury, M., Aman, M. G., Lecavalier, L, Smith, T, Johnson, C.,
Swiezy, N. MeCracken, J. T., King. B., McDougle, C. 1., Barss, K..
Deng, Y .. & Scahil, L. 2016). Factor structure and psychometric prop-
eities of the revised home sitations questionnaire for autism specm.nn
disorder: the home sitiations questionnaire-autism spectrum disonder.

Augism, 2005), 528-537. hupsy/idolong/10.1177/1362361315593941.

Christie, P., Duncan, M., Healy, Z., & Fidler, R. 2012). Understanding

hol I demand avoids di in children. Jessica
Kingsley Publishers.

Cole, S. R., Platt, R. W, Schisterman, E. F., Chu, H., Westreich, D.,
Richardson, D., & Poole, C. (2010). Nlustrating bias due o condi-
tioning on a oollbder lnmmnmd Jowma! of ‘Epidemiology, 39(2),

a syndrome. The Lancer Child & Adelescent Health, 26), 435-464.
hipse/idod org/10.1016/S2352-4642(18)30044-0.

those disagreeing with PDA. Then again, considering the article is juxtaposing
disagreement against caregivers & those with lived experience of PDA.
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@HappeLab Citing Garralda (2003) then undermines this juxtaposition as it is

202(; PDA Society, 2019). A survey of nearly 1500 respon-

dents conducted by lhe UK PDA Socnely revealed that, for
many parents, ad “PDA i including indirect
and non-con| ional hes 0 making ds ds, had

been helpful. Survey respondents reported that 70% of 969
young people were unable totolerate their school environment
or were home educated, highlighting substantial unmet need
(PDA Society, 2019).

_ been argued that PDA should be viewed as a

of rather than a synds (Green et al.,
2018). However, there is emerging consensus that some chil-
dren with ASD do present with a behavioral profile resem-
bling PDA, evidenced by work from several independent
groups (Eaton & Banting, 2013; Eaton & Weaver, 2020;
Gillberg et al., 2015; Green et al., 2018; O'Nions et al.,
2018a, b; Stuart et al., 2019), and intemational scholars who
report that some children with ASD find routine demands
aversive and may react to pressure to comply with avoidance
and behavior that challenges (e.g., Agazzi et al., 2013;
Lucyshyn et al., 2004, 2007).

The difficulties experienced by young people and their
families provide a clear imperative for further investigation
of extreme demand avoidance (EDA) in children with ASD.
Previously, the “Extreme Demand Avoidance Questionnaire”™
(EDA-Q) was developed to quantify traits deseribed in ac-
counts of PDA based on informant reports (O Nions,
Christie, et al., 2014a). Items drew on descriptive accounts
of PDA (Newson et al., 2003), unpublished materials authored
by Newson, and relevant items from the Diagnostic Interview
for Social and Communication Disorders (DISCO) (Leekam
et al., 2002). Items were reviewed by clinical experts. The
pool of EDA-Q) items was then refined by dropping items that
failed to differentiate “PDA™ and “non-PDA™ groups, based
on parental reports of their child’s behaviors and whether they

disagreement with PDA before growth in interest in PDA... Also seems to no mention

of Wing's

@HappeLab Likewise a lack of coverage with why PDA has been controversial before

consistent critique of PDA over two decades either...

growth in

(@HappeLab Seems observation of "cherry picking"/ "selective referencing" is valid.

interest in PDA.



https://pbs.twimg.com/media/E2oJlt0WUAAyOYI.png
https://twitter.com/HappeLab
https://pbs.twimg.com/media/E2oKABqX0AEenG6.png
https://twitter.com/HappeLab
https://twitter.com/HappeLab
https://twitter.com/HappeLab

Not the first either in articles by yourself, O'Nions & others, I might point out.
osf.io/8sbvw/

@HappeLab At least this latest article, substantiates my point the reviewer of this

submission of mine was talking male bovine excrement, as O'Nions does view PDA to
be autism in their latest article.

(@HappeLab "Across the broader autism spectrum as we now know it," p2.
T have no idea what you & others are specifically referring to here?

There is NO agreed definition of what broader autism spectrum is & discuss this here:

TIME TO PROFILE YOU.
Autism (left) + PDA Traits (right), my view.
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https://www.youtube.com/embed/GSIdMzDMC-w

(@HappeLab This article of yours and others, seems to support my view that a

prematurely formed a community of practice surrounding fallacious assumption
"PDA is an ASD", and that such research is a self-validation exercise.

Richard Woods y
@Richard_Autism

Replying to @Richard_Autism

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.

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 Newson feels there is insufficient hard evidence as
yel.

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

legical Demand Avoidance syndrome

7:42 AM - May 22, 2021
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(@HappeLab previous tweet contains a screenshot of where Christie (2007) discusses
PDA's controversies, Wing and Gould's views on PDA.

@HappeLab
"The last ten years have seen a rapid increase in interest in PDA in the UK," (O'Nions

et al, 2021, p2).

Sets time period of rise in interest in PDA is discussed in & strong disagreements over

it. Article seems not to cover earlier critique.

(@HappeLab not reviewing the literature for research results on the EDA-Q seems to
be substantial error. Especially when omitting Garralda (2003), as some of their
observations are supported by research with EDA-Q.

Richard Woods ’
@Richard_Autism

Replying to @Richard_Autism

Page 183 discuss features are associated with ADHD, like
impulsivity and poor planning, which support critique of
Garralda that CYP with PDA might have co-occurring
ADHD. Hyperkinetic Disorder is ICD-10's name for ADHD.

Fublisned on: ££ juty 2005

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 ai[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] Z0TEG i

have been precursors of a schizotypal disorder.[4] The paper does not however make a case for the validity or specificity of the

syndreme in relation to these disorders.

The paper helpfully draws attention to the clinical variability amengst children with communication disorders. However, it wauld
‘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 invalved. Better integration of
paediatric and child psychiatric services working with children with developmental communication disorders should help reduce
the likelihood of this happening

References

{1y Newson E. Le Marechal K, David C. demand avoid 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,
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v @Richard_Autism

Replying to @Richard_Autism

"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).

Pathological Demand Avoidance: symptoms but not ...
Pathological (or extreme) demand avoidance is a term
sometimes applied to complex behaviours in childre...

& thelancet.com

8:44 AM - May 22, 2021
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(@HappeLab previous tweets show where at least one of Garralda (2003)

observations are supported by research results, with EDA-Q and EDA-QA.

@HappeLab There does seem to be a COI in not discussing such research results &

Garralda, as it undermines attempts to try and support the view PDA as an ASD in

the article.

pared to those with more typical autism/Asperger presenta-

using novelty to distract from perceived demands (Newson g1
etal., 2003)

Newson et als (2003) findings may partly reflect a “col-
lider bias” (Cole et al,, 2010; O"Nions & Eaton, 2020): an
unintuitive bias whercby the relationship between two factors
is distorted when both factors independently increase the

(they “collide”). This bias may have occurred in Newson
etal.s i i F s

atthe time and low estimates of autism prevalence (¢.¢., Wing

p e
stereotypies, et or significant challenges with behavior (in-

cluding avoidance of routine demandsPDA features) would
be necessary and sufficient for referral. Assuming that typical
autism and PDA imension of
autism sevarity, in Newson etal.’s (2003) sample, those with
the

er typical autism features, and those with the most severe
typical autism profiles would have comparatively fewer

Q springer

.y ReSISUNE 10 IRAAONGI FEWAT 1 COnSequence=
based sirategies (Eaton & Weaver, 2020).

Newson et al. 2003) reported the findings of a discrimi-
‘nant functions analysis for a ssmple recruited between 1975
‘and 2000. This analysis identified fewer “typical” autism fea-

" . y

pared to those with more typical autism/Asperger presenta-
tions. Strategies effective for children with “typical” autism,
such as routine and repetiton, were reportedly unhelpful for
the demand avoidant group, who resisted the imposition of
adult contol. Instead, the demand avoidant group were siid
10 benefit from strategies that were not rule based, such as
using novelry to distract from perceived demands (Newson

£
g
I

Across the broader autism spectrumm as we now know it,
PDA characteristcs may not be negatively related to more
typical autism features. Indeed. analysis of linical data from
2006 10 2010 suggested that those with PDA features shared
similar qualitatve impairments in social interaction. social

2 springer

@HappeLab If one acknowledges Garralda is correct PDA has features of ADHD,
then it contradicts assertions PDA is autism. As PDA cannot be more than its

constituent parts. A+ B + C # A.

Richard Woods
@Richard_Autism

Replying to @Richard_Autism

Screenshot and link for first quote.
linkinghub.elsevier.com/retrieve/pii/s...

]

often experience severe challenges at home and school, 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 i Atempts 1o ively manage situati
to reduce meltdowns or aggressive outbursts, and thus ensure
that the 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
en years, substantially outpacing research on the topic. 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
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attempt to address this Bap.

- PDAasa vs. PDA as a di

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

7:18 AM - May 22, 2021
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@HappeLab I would suggest that, perhaps a contributing factor in why growth in
PDA has outstripped its research, is because certain "leading experts" (includes more
than authors of this article) are not providing balanced & accurate information on
PDA?

@HappeLab It would be substantially harder to justify forming a community of

practice, and doing certain research, if one accurately portrays contested nature of
PDA & credits certain research results to those who first predicted them.

(@HappeLab I am pretty certain that you and others in the article have

misrepresented the literature, in stating many independent research groups have
shown PDA to be present in autistic persons. Certainly have overstated the case.

crimi-  young people were unable to tolerate their school environment
11975 orwere home educated, highlighting substantial unmet need
mfea-  (PDA Society, 2019).

: play, Despite enthusiasm from parents and those with lived ex-
tcom-  perience, the concept of PDA has sparked disagreement and
senta-  debate (Green et al., 2018; Malik & Baird, 2018; Woods,
utism, 2020). It has been argued that PDA should be viewed as a
ful for  collection of symptoms rather than a syndrome (Green et al.,
ion of
e said
ich as

1 “col- and intemational scholars who
report that some children with ASD find routine demands
factors  aversive and may react to pressure to comply with avoidance
se the and behavior that challenges (e.g., Agazzi et al., 2013;
cohort  Lucyshynet al., 2004, 2007).
ITWEOM The difficulties experienced by young people and their
wtism  families provide a clear imperative for further investigati
Wing of extreme demand avoidance (EDA) in children with ASD.
owar-  Previously, the “Extreme Demand Avoidance Questionnaire™
amres  (EDA-Q) was developed to quantify traits described in ac-
olalia, counts of PDA based on informant reports (O'Nions,
or (in- Christie, et al., 2014a). Items drew on descriptive accounts
would of PDA (Newson et al., 2003), unpublished materials authored
ypical by Newson, and relevant items from the Diagnostic Interview
donof  for Social and Communication Disorders (DISCO) ( Leckam
ewith et al, 2002). Items were reviewed by clinical experts. The
yfew-  poolofEDA-Q items was then refined by dropping items that
severe  failed 1o differentiate “PDA™ and “non-PDA™ groups, based
fewer  onparental reports of their child’s behaviors and whether they
had been clinically identified or were suspected of having

ow it,  PDA (O’'Nions, Christie, etal., 2014a).

more The 26 items in the final version of the EDA-Q included
1 from questi ing on avoidance of d ds and social ma-
shared  nipulation for the purposes of avoidance/controlling interac-
social tions (items 1, 2, 7, 11, 16, 21); insensitivity to hierarchy/

(@HappeLab first point, Eaton & Banting is a adult case study... It is literally in the
article title.

https://doi.org/10.1108/20420921211305891
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@HappeLab Gillberg et al (2015), the age range of participants is 15 - 24, mean 19.1
years; SD 2.6 years (p981). Hardly children here.

Extreme (“pathological’) demand avoi
population study in the Faroe Islands
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Abstract Research into Pathological Demand Avoidance sl

(PDA). which has been suggested to be a subgroup within al

the Autism Spectrum Disorder (ASD), is almost nonexistent b

in spite of the frequent reference to the condition in clini- Il
cal practice.

K

(cor- d

responding to a general population prevalence of ASD of sl
almost 1 %). Of these 67, 50 had parents who were inter-
viewed using the Diagnostic Interview for Social and Com-
munication Disorders (DISCO-11) which contains 15 “PDA- I

specific” items. Nine individuals met criteria for “possible

clinical diagnosis of PDA”, meaning that almost one in five  Ir
of all with ASD also had indications of having had PDAin  §
childhood, and that 0.18 % of the total population had had  tv
the combination of ASD and PDA. However, at the time of s
assessment, only one of the 9 individuals with possible PDA A
[~
e
C. Gillberg - I. C. Gillberg - L. Thompson - R. Biskupsto - I
E. Billstedt (5-0)
Gillberg Neuropsychiatry Centre (GNC), Sahlgrenska Academy,
University of Gothenburg, Kungsgatan 12, 411 19 Gothenburg, ]
Sweden 1
e-mail: eva.billstedt@gnc.gu.se Q
C. Gillberg '."

@HappeLab Also contradicting Gillberg et al (2015) prediction that PDA can be seen
in up to a few percent of human populations. Also Gillberg's view PDA is common
and possibly a new type of childhood disorder.
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Extreme (“pathological”) demand avoidance In autism: a general popu...
Research into Pathological Demand Avoidance (PDA), which has been suggested
to be a subgroup within the Autism Spectrum Disorder (ASD), is almost nonexiste

&

https://link.springer.com/article/10.1007/s00787-014-0647-3

https://acamh.onlinelibrary.wiley.com/doi/full/10.1111/jcpp.12275

present in slightly under 0.2 5 of adolescents/adults in the
Faroe Islands, and that the narrow PDA phenotype charac-
terised by socially manipulative or shocking behaviour to
avoid demands affects only about one in five of this group.
‘The study also indicated that the majority of individuals

Obsessed with a person,falor fction 202 research has been published in the field so far

‘Blames others for own misdeeds 00) (Newson etal, 2003). Experienced clinicians

Harasses another person—may like or dislike them 00) throughout child psychiatry, child neurology and

Soctaly manipultiv behaviour (0 3void demands: 202 pacdiatrics testify tots existence and the very major

‘Soctally shocking behaviour with deliberste intent '@ problems encountered when it comes to intervention

Lies, cheals, steals, fantasises, causing distress 10 others 1an and treatment. It is therefore a major step forward

that O’'Nions and coworkers (O'Nions et al., 2014)

have developed a new ‘rait measure’ for PDA (the

Discussion W EDAQ), a measure that appears to hold consider-

o able promise for research, and eventually for clinical

This first ever general population study of the prevalence  th Z‘;g‘fi‘::;:he fnstrument o’:““’:ﬁ‘:“’: dm':‘:d‘:
of PDA/PDA. symptoms indicated that PDA with ASD is  th parent q naire ‘ppear

easy to us d with preliminary good—excellent
‘psychometric properties. Although the EDA-Q is in
need lidation in studies on other i i

clinically diagnosed) groups of children and adoles-
cents, and by other researchers, it already appears
to mark a breakthrough in the — hitherto almost

with ASD have (or have had in the past) one or several of  th completely neglected - systematic study of an impor-
the 15 symptoms listed that are considered characeris- it tant clinical problem. It is to be hoped that the whole
tic of PDA. The study provides no information about the ~ PI i will soon be published and made avail-
prevalence of PDA in the general population without ASD, 1 able to bona fide researchers, and at the next stage to
‘meaning that the rate reported here must be an absolute [ clinicians.
‘minimum. However, clinical experience suggests that the PDA is notjust encountered in ASD or ODD or as &
condition is much less common in the general population W “separate entity’. According to my own 40 years of
than in ASD. n clinical experience, it is not at all uncommon in
language disorder, ADHD (particularly inattentive
fa
o subtype or ‘ADD), selective mutism, school refusal,
. - - -
d and Marfan syndrome) and epilepsy (C. Reilly, P.
5 Atkinson, B. Neville & C. Gillberg, Submitted). It is,
It has been suggested that PDA is showing a fairly bal- FerYiFeiTAIabeat wonl ANt AFmOEE perSCr Wt
anced gender distribution [5] and that this is one of three  th e e s ]
aspects that does not fit within the ASD “family” of dis- i omori. Even though no prevalence estimate of PDA
orders [9]. The other two aspects are: responding bet- o1 yet exists, lam convinced that it is not an extremely
ter to spontaneity and humour, and a preoccupation with 1o ‘rare phenomenon.
role play and fantasy, features that tend—on a group-wise PDA is already a very real clinical problem, not just
level—to separate PDA from ASD. Our results support this A in the United Kingdom, but across the planet.
idea, showing a more even gender ratio in the PDA group.  (C Intervention and treatment currently rest almost
In our study, several of the individual PDA reported  di exclusively on guesswork, clinical experience and
symptoms occurred together (motor clumsiness, una-  ar trial and error. It is one of the most ‘difficult-to-treat’

constellations of problems in the whole of child and

f social hierarchy, | i ings.
ware of social hicrarchy, love-aggression swings,  w adolescent psychiatry. Strategies developed for ASD,

associations may take a difterent route. A group of
children presents with a rather peculiar type of
it i 3 i now

under the label of ‘pathological demand avoidance’
syndrome, also increasingly referred to as PDA. Boys
and girls with this kind of PDA’ will do anything to
avoid meeting demands of adults and children alike.
The i ‘used’ in maintaini i
range from openly oppositional or manipulative to
‘extreme shyness’, passivity and muteness. These
behaviours in terms of expression of affection are
rather the opposite of those associated with the
commonly used meaning of PDA. However, the
avoidant behaviour is quite often ‘publicly displayed’
and with no feeling for the inappropriateness of the,
sometimes even, exhibitionist style of extreme
demand avoidance (EDA).

Childhood-onset PDA (which will be what is
assumed when referring to PDA in the remainder of
this Commentary) has been suggested to be a variant
of autism spectrum disorder (ASD) or of opposi-
tional-defiant disorder (ODD), but it is more likely
that any kind of early symptomatic syndrome elicit-
i clinical inati

ing
(ESSENCE) (Gillberg, 2010), including language
disorder, mild intellectual disability, ADHD, ODD
and/or ASD could be the underlying or associated
problem in PDA. Ofit ‘could be the other way

The ‘disorder’ was first heard of in 1980, when
Elisabeth Newson, in a speech to the East Midland
Section of the British Paediatric Society, presented
the first 12 eases of what she believed to be a ‘new’
and separate syndrome and that she referred to as

parts of Europe fincluding Scandinavia), virtually no

(@HappeLab Simple rebuttal to O'Nions et al (2015) is that they viewed PDA to be
autism subgroup.

Identifying features of ‘pathological demand avoidance’ using the Diag
The term ‘pathological demand avoidance’ (PDA) was coined by Elizabeth Newson
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to describe children within the autism spectrum who exhibit obse

https://link.springer.com/article/10.1007/s00787-015-0740-2

While at the same they ignored the ongoing debates in PDA literature, including
contradictory results & views.

osf.io/8sbvw/

410

S DISCO items appeared to provide a good match it
(Table 1), although given that the wording of these items is el
not identical, this could not be perfect. W

The third stage used data from a sample of cases p
assessed using the DISCO for possible autism spectrum s
disorder (N = 133). These data were used to determine i
which of the 17 P! ti

153

useful in identifying a meaningful subgroup. Ten af the
DISCO PDA items had low endorsement rates (‘marked N
difficulties” in less than 30 % of the total sample). Low
endorsement suggested that these items might prove some- T
whal specific indicators of PDA. An additional item, ‘Lack a
of co-operation”, did not meet this low endorsement thresh- o
old (it was endorsed as “marked’ for 33 % of the sample), b
but was included due to its conceptual centrality—captur- it
ing resistance to demands. As can be seen from Table 5, e
this is the only item that corresponds directly to ‘Contin-
ues to resist ordinary demands’—an essential characteristic b
based on Newson's descriptions. ir
It should be noted that the newly derived 11-item PDA  ©
DISCO measure included only 8 out of 15 items from o

Vifimn and aeddle Aeaft DIVA ek sdeinh seme esaaedde

(@HappeLab we also know that O'Nions et al (2015) used an arbitrary threshold to
categorise who had PDA and did not have PDA. That one of the persons with PDA
was not autistic.

per- Details of the final list of PDA indicators are in boldtype in
4SD.  Table 3. Full descriptions of the DISCO interview probes
rcli- and scoring criteria for these 11 items are provided in

230 uly 2015 :CDV Online Resource 2.

springertink.com . 3
awal  Distribution of total scores on the 11-item DISCO PDA

scli- measure
» for PDA has been developed. Here, items relevant to
¢ PDA were identified from the Diagnostic Interview for
i~ Social and Communication Disorder (DISCO) (Wing
- etal, J Child Psychol Psychiatry 43:307-325, 2002).
U The most PDA-specific subset of relevant DISCO items
= was selected, based on low endorsement in general across
g asample of 153 individuals assessed for possible ASD

have  Total the 11-item DISCO PDA -
their  culated for al participants, by taking the mean score across
does  the items and multiplying by 11. There was a minimum
per-  requirement of at least six codeable items o allow a total
ipec- score to be calculated. This scoring method means that
tyof  scores are not affected if, for some cases, certain items can-

using the DISCO. Having selected 11 DISCO PDA items
for the measure, a subset of individuals with a high num-
ber of these features was identified (¥ = 27). Consistent
with Newson’s descriptions. this high scoring group was
characterised by lack of co-operation. use of apparently
‘manipulative behaviour, socially shocking behaviour, dif-
fculties with other people. anxiety and sudden behay-
ioural changes from loving to aggression.

{met Griferia foran ASDI This study brings the field a step
closer 10  clinician-rated measure of PDA features and
highlights the need for further elucidation of the PDA
phenotype.

Keywords  Autism spectrum disorder (ASD) -
Pathological demand avoidance (PDA) - Pervasive
developmental disorder - Diagnostic Interview for Social
and Communication Disorders (DISCO)

Introduction

sina- not be coded. Gender comparisons indicated the absence
zated  of significant group differences in the total score for the
iting  1l-item DISCO PDA measure (1 (151) = 042, p > 0.1;
ASD;  mean for males = 15.75, mean for females = 15.43). There
tion:  was also o significant relationship between age and total
teria  score (= 0.12, p > 0.1), or clinician-reported ability and
oun).  total score (r = 0.08, p > 0.1). Figure 1 illustraes the dis-
ASD.  wribution of total scores on the DISCO PDA measure (pos-
cho-  sible range of scores: 0-22, with lower scores indicating
had  more severe difficulies).

sub- However, we wanted 0 select a cutoff that would distin-
sived  guish cases with a large number of PDA characteristics to
enable further exploration of their profile on other indica-
tors. A score of nine or below was selected to denote the
most strikingly affected cases in this sample (described as
having “substantial” PDA features). For such a score (0
be achieved, at least 2 of the 11 PDA DISCO items were
ple  endorsed as ‘marked’ and the remainder as ‘minor’, or

a higher proportion as *marked’, with up 10 four features

lined  absent for any individual meriting this score. 11 out of 153

afy (7.2 %) cases met the threshold for “substantial” PDA
0 features.

Pathological demand avoidance (PDA) is a term coined by
Elizabeth Newson in the 1980s to describe children puta-

fively_within the snactmm of nervaciva dsvelanmental

(@HappeLab so one can argue that O'Nions et al (2015) arbitrarily decided to view
PDA as an ASD. Due to arbitrary cut-off it is difficult to take much from that research.

@HappeLab Just because some have chosen to view PDA as an ASD subgroup & have
pursued a research agenda to support their outlook, does not mean that other
perspectives on PDA are less than the authors of O'Nions et al (2015).

(@HappeLab as pointed out earlier in the thread we already know that at least of the
divergent opinion on PDA is valid, e.g., that PDA has characteristics that can be
attributed towards ADHD.

@HappeLab The point I am making here, just because there is a lack of evidence into
divergent perspectives of PDA, does not meant that you, or O'Nions or other "PDA is
an ASD" advocates can state PDA is an ASD subtype/ subgroup/ profile.
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(@HappeLab Or likewise, claim there is a consensus around what PDA is. That is not
science, research should not be done to support a particular outlook at the expense of
others.

(@HappeLab The same points are equally applicable to other research referenced in
O'Nions et al (2018) and Eaton and Weaver (2020), which both view PDA to be an
ASD.

The behaviour of an individual with the PDA profile can In ady
alsovary betweendifferent people and different settings. under
Sometimes a child can appear very anxious at home after «
but remain relatively passive at school (a learnt coping safeg!
strategy known as masking). However, this is often at

the expense of mere complex and challenging behav- From
iour at home, where the child often fesls safe to releaze be be
their pent-up anxiety. In situations like this, parents can attack
be made to feel very inadequate and become isolated. struck
For other children, the demands at school can lsad to and ¢

severe ‘meltdowns’, within the school environment and these
thie can lead to multiple school exclusions frem an early have
age. Some children can experience such high anxiety and t
in school that they become school refusers. the fc
to ast
8 Sensory differences have .
opme
behay

any, or all, of their senses: sight, smell, taste, touch, They
vestibular, propricception or hearing. There also

appear to be issues for people with PDA around inter- By wt
oception. Interoception is the recognition of internal have
bodily signals and poor interoceptive ability can lsad to the ye

difficulties in recegnising hunger or thirst and very often simila
GAP, 18,2, 2018
L o resy
R—
| 1) e

@Happe The point so far, is that most of these examples so far covered are not
exactly independent are they?

@HappeLab O'Nions et al (2015) has similar authors with O'Nions et al (2018).
Likewise Christopher Gillberg co-authored O'Nions et al (2015) & Gilllberg et al
(2015). Not too mention you & O'Nions were assisted Eaton & Weaver.

[ ]
“pathological using
the Diagnostic Interview for Social and Communicafion Extreme (“pathological” demand avoidance |
Disorders (DISCO) population study in the Faroe Iskands
et g G
i
i i b D .

Wl et b
Dimensions of difficulty in children reported to have Background
an autism spectrum diagnosis and features of N
extreme/ jical’ demand avoit Tt >
&=

o o U i + All of our data were collected as a routine part of our usual assessment

E ity > piotss
+ Over atwo year period, we examined data from 351 children who were
e o rre all assessed in the same clinic environment, by the same team, using the
same process and clinical assessment tools.
gron e
S
oy Pctions e

@HappeLab I'would also add that Eaton and Weaver developed their PDA
definitions based on their clinical opinions, which is insufficient rationale to warrant
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adopting them.

(@HappeLab It is beg the question, what if a different created their own PDA

definitions and made a partnership with researchers. Would you be equally
supportive of such efforts?

@HappeLab Stuart et al (2020) is referenced, the issue here is that one cannot be

sure their sample is entirely autistic, as I mention on my commentary on their article
(which O'Nions et al 2021 references).
https://www.researchgate.net/publication/338650142_Commentary_Demand_Avoi
dance Phenomena_a_manifold issue Intolerance_of uncertainty and_anxiety_ a

s_explanatory_frameworks_for extreme_demand_avoidance_in_children_and_ad

olescents - a_commentary_on_Stuar

LG SUPPUIL UL WIS COLSUUCL LU 1S SIS0 ICASULIAUIE W
assume that the participants are knowledgeable on DAP. |
Therefore, this is a credible source of confirmation bias. 1
The central message of Stuart et al.’s results is that [U £
is the salient driving factor behind many behaviours in 4
DAP. Specifically, leading to: control behaviours with- 1
drawing into fantasy and role-play; and behaviour char-
acterised as meltdowns. I would argue that these results i
more directly support a different theory around autism, 1
monotropism (for more information see Woods, 2019a), 1
and suggest other mediators of behaviour, with IU and «
anxiety being a final common pathway. Monotropism 1
predicts that autistic persons tend to have a binary cog- 1
nitive style, with the autistic person being either certain
or uncertain, resulting from only having attention to a
few items of salient information. This leads autistic per-
sons to be predisposed to have higher IU which in turn
can drive anxiety. Monotropism also predicts that these 4
high anxiety levels can lead to meltdowns, shutdown or
panic attacks (ibid). Thus, the escalation behaviours
seen in Study 2 could be better explained through inter- 1
nalising mechanisms and ‘attention tunnels’ starting
over interests that are frequently engaged with.

Stuart and colleagues observed DAP behaviours sub-
stantially decrease with age and this has ramifications

(@HappeLab That leaves Green et al (2018). I can categorically say that one has been
misrepresented as it was collected by @MAbsoud & he has been clear there were non-
autistic CYP with PDA in his dataset...

(P DA
SOCIETY

Research meeting report
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On Tuesday 8th January 2019, the PDA Society hosted a research meeting to
share current findings, thinking and insights around the 'PDA profile’ of autism by
academic researchers and other stakeholde...

https://www.pdasociety.org.uk/research-meeting-report/#:~:text=On%20Tuesday%208t...

Pathological Demand Avoidance: Clinic prevalence and characteristics
Evelina Children’s Hospital, Guy’s and St Thomas’

I presented three as yet research and syntheses
relating to demand avoidant internalising forms) from a clinical
population of children assessed for neurodevelopmental conditions.

1. parent frequency of t lated to demand avoidance
(n=37 cases with of )
2 A dlinic a clinic and 2 national

children’s inpatient mental health unit in the UK, where 72 children with problematic behaviours
completed the i (€0A-Q).
3. population.

*  Profile of problematic behaviours not confined to autism. Trans-diagnostic traits likely
important:

Emotional regulation difficulty

Rigidity and need for routines and rituals

“Just rightness’, sameness, need to control, compulsions

Anxiety related to problem of toleration

Alexithymia - inability to recognise own emotions
ADHD, impulsivity

YYVVVVY

with a lack of sense of

reward/desire from compliance/pleasing adults
> Limited p | traits

Parental difficulty tolerating child’s distress and reactivity (may be reinforcing)

. ing individualised formulation - differ isms which cluster to produce
different ‘types of demand avoidance’ needing nuanced intervention as opposed to blanket

‘

(@HappeLab The simple counter point all these "independent"” research groups

detecting PDA in autistic persons, is to list all the research groups & examples of non-
autistic persons in the PDA literature...

Richard Woods y
@Richard_Autism

Replying to @Richard_Autism

@Happelab Links to where EDA-Q has detected PDA in
non-autistic persons.

sciencedirect.com/science/articl...

&

pdasociety.org.uk/wp-content/upl...

&

autism.org.uk/what-we-do/pro...

© I\ J—

PathodmicalDemad Arokdance i popstason b obort (I ome
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9:52 AM - May 30, 2021 ®

Q o1 @ Copy link to Tweet

@HappeLab previous tweet mentions where EDA-Q has detected PDA in non-autistic

persons.
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Replying to @Richard_Autism

Not all of Newson's cohort meeting DSM-5 autism criteria.
(Eaton & Weaver, 2020, p34; Soppitt, 2021, p311).
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(@HappeLab previous tweet sets out how there are non-autistic persons with PDA in
Newson's cohort, and this is supported by similar statements in Newson et al (2003),
Christie (2007) and Christie et al (2011).

@HappeLab "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, p3).
https://www.ingentaconnect.com/contentone/bild/gap/2007/00000008/0000000
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@HappeLab There's an example of an non-autistic CYP with PDA, who has

attachment disorder, from research in O'Nions PhD thesis. Important to note CYP
with PDA were known to researchers, which contradicts view PDA is specific to
autism!
http://www.pdaresource.com/files/An%20examination%200f%20the%20behaviour
al%20features%20associated %20with%20PDA%20using%20a%20semi-

structured%20interview%20-%20Dr%20E%200'Nions.pdf
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@HappeLab There is also a good candidate for a non-autistic person with PDA in
Trundle et al (2017). Adult was assessed for PDA, not autism. Diagnosed with ADHD
dyslexia, has substance issues (off the top of my head).

https://dx.doi.org/10.1108 /JIDOB-07-2016-0013

Mr § has also displayed sefi-injurious behaviour. He has swallowed and chewed razor blades,
made superficial cuts to his stomach, face and legs, and attempted to hang himsel with bed
shests. This per lyin response to to.anot

prison. Mr S also had a poor attitude towards work. He doss rot like to be chalenged or tod
What 10 do.

e
—

Predisposing factors

No information on Mr S's conception, pregrancy or birth was proviced. He has reported that his
father suffered from symptoms suggestive of psychosis, such as abslief in black magic. His older
brother has a gang related criminal record. Mr S's parents reported that his behaviour was angry,
aggressive and challenging since he was five-years-old and that he became over-relant on his
mother. Mr § reported his childnood was “good” and his relationship with his mother was,
postive. Mr S reported that he struggled in school and displayed poor behaviours. He was

expeled nd placedina unit
He did not. ez 1o read and write
whit in prison.

Mr S's first contact with the police was when he was at 12yesrs of age. His first convicion was at
17 years of age and he had five cout tumed 18. MrS

Lsing cocaine and amphetamines, and using cannabis daly which began when he was at 14,
years of age. Aloohol has also been assodiated with his offending.

‘and aggressive behaviour throughout
s ife. Mr S befives his anger issues may be genetic, and is influenced by his ADHD.
Precpiating factors

Mr § reported being impulsive and reckless, and not acknowledging the consequences of his
actions. His challenging behaviour appears 1o be triggered by changes to his routine,

ingham Trent University At 12:20 16 April 2017 (PT)

I think I am done for now, @threadreaderapp please can you unroll?

Thank you in advance.
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