Richard Woods @Richard_Autism
Jul 28, 2021 - 58 tweets

@ndhumanoid | am unsure it is necessarily twaddle.
Those who identify/ or are diagnosed with PDA often do

experience substantial issues around stress caused by
aversive demands & do need be supported.

@ndhumanoid Simply because the evidence base is small & poor quality does not
mean it is "twaddle". It does mean anyone advocating for PDA needs to making
claims in line with the current evidence base, & update their practice to reflect
evidence base.

(@ndhumanoid I.e., stop claiming PDA is anything specific to autism, and start being
more inclusive about PDA with non-autistic persons. Or at least what I would do.

The results should be seen as a warning to those who have built a career on notion
"PDA is an ASD".

(@ndhumanoid The results are an opportunity for the "PDA is an ASD" community to
show it is genuinely open minded and reform itself, to hold itself to the highest
possible standards. Although, based on its response to past critique, it will stay
dogmatic.

(@ndhumanoid Here is one indicator the "PDA is an ASD" will not reform itself, or at
least the difficulties to it reforming itself. Note the assumptions that they know what
PDA is and looks like.

SmallTalk Speech & Language Therapy
15h - @

Im reading the third CIN meeting notes this week about more complex children with

PDA. Written by professionals who have a huge say in what happens to these
families. All 3 show ignorace and lack of understanding. "We dont recognsie PDA’,
‘parents show lack of appropriate boundaries,” ‘the child chooses not to enagage,”
‘he wont talk to people,’ ‘parents condone the bad behaviour' etc etc We need more
training for social workers in PDA. PDA Society What more can we do?

@ndhumanoid Second indicator of the "PDA is an ASD" community will not reform
itself, goes to the @PDASociety. Examples from its recent newsletter.


https://threadreaderapp.com/
https://threadreaderapp.com/user/Richard_Autism
https://twitter.com/Richard_Autism/status/1420279789932400640
https://threadreaderapp.com/user/Richard_Autism
https://twitter.com/ndhumanoid
https://twitter.com/ndhumanoid
https://twitter.com/ndhumanoid
https://twitter.com/ndhumanoid
https://twitter.com/ndhumanoid
https://pbs.twimg.com/media/E7mOnINXEAEkdqp.jpg
https://twitter.com/ndhumanoid
https://twitter.com/PDASociety

charities, having previously led Cavernoma Alliance UK and most recently Lravet
Syndrome UK, and was formerly Oxfam's Global Head of Safeguarding.

This appointment marks a major milestone in the PDA Society's history in ts 5th year as a
registered charity. As Chair of Trustees, Sally Russell OBE, comments:

“Understanding of PDA has come a long way since the PDA Society was founded, however

many professionals still don't recognise PDA L T e e
divid -receiving the understanding and support they need, which is leading to
cess poor outcomes for this group of autistic people and their families. [[/1L3"1

‘appointment of our first Chief Executive, we look forward to furthering our reach and remit

to improve acceptance of PDA*
And as incoming Chief Executive, Helen Evans, reflects:

“I know through personal experience the enormously positive difference the PDA Society is
making to the lives of the PDA community. The information resources, training, enquiry line
and other services are one of a kind and a lifeline for many. It's a great privilege to join the
charity as their first Chief Executive and to support the Trustees to further the charity’s

mission.”

Third Sector Magazine also published this article about Helen's appointment: Oxfam

@ndhumanoid @PDASociety "This postcode lottery is a huge barrier to individuals
receiving the understanding and support they need, which is leading to unnecessarily

poor outcomes for this group of autistic people and their families."

@ndhumanoid @PDASociety Again, what is it that is exactly being understood? What
evidence is there that PDA leads to persons receiving better outcomes than those not

receiving a diagnosis? From my understanding it is not from here:

The educational experiences of autistic children with and without extre...
(2021). The educational experiences of autistic children with and without extreme
demand avoidance behaviours. International Journal of Inclusive Education. Ahead
of Print.

https://www.tandfonline.com/doi/full/10.1080/13603116.2021.1916108

@ndhumanoid @PDASociety Lack of consideration by the @PDASociety that there is
a postcode lottery for a reason, mainly due to the lack of good quality evidence to
suggest what PDA is and is not.

@ndhumanoid @PDASociety "With the appointment of our first Chief Executive, we
look forward to furthering our reach and remit to improve acceptance of PDA.”

@ndhumanoid @PDASociety So furthering their reach and remit to improve PDA as
a form of autism, despite lacking the evidence to say PDA is a distinct anything.
Anyone seeing the problem with the @PDASociety here?
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Information, support and training for —— .
PDA What is PDA
DA (Pathological Demand Avoidan idely understood to be a profile on

(Pathological Demand Avoidance)
nuoiing the avoidance o everyda i the us of social srategie

sm spectrum,
sa of this

avoidance. PDA individuals share autistic characteristics and also have many of the key features' of a

DA profile.

This short vdeo is a brif introduction to PDA and the approaches that help. More details can be

‘ound throughout our website. )

Watch on (€8 YouTube

Find out more

@ndhumanoid @PDASociety

In other news
This month the s national strategy for improving the lives of autistic people

and their families and carers in England was published. We welcome the publication of

the strategy; its promise of improvements in awareness, assessment and support; and its
recognition of the diversity of the autistic community Ul R e
explore how the PDA profile is understood within the new plans and services.

Resources
PDA Society resources

* NEW video PDA & masking with James - 14 year old James kindly shares
information about his experience of PDA and masking

» Updated EHCP guide

@ndhumanoid @PDASociety " We'll be working with all involved to explore how the
PDA profile is understood within the new plans and services."

@ndhumanoid @PDASociety In relation to 2021 England autism strategy, which
seems not to mention PDA. Begs the question why are they working with anyone to
help understand PDA?

@ndhumanoid @PDASociety Again worth mentioning @PDASociety is portraying
itself as an autism stakeholder even though PDA lacks evidence to suggest it is a
distinct anything, & there are non-autistic persons with PDA in the research base...

@ndhumanoid @PDASociety I think this is for the second example on how the "PDA
is an ASD" community will not reform itself.

Yes, this will be running thread, updated with examples.

@ndhumanoid @PDASociety Third example the "PDA is an ASD" community is
unlikely to reform itself comes from a responses to a post of mine highlighting the
issues with PDA, responding to "Are there any autistics here who view PDA as an
inappropriate label?" on facebook.

@ndhumanoid @PDASociety I could pick many different examples but I am going to
go this one:
"Richard does not believe in PDA but chooses to chase a trauma model."

So apparently, one needs to believe "PDA is an ASD" for them to be OK with you.

@ndhumanoid @PDASociety Such examples highlight the problems faced with PDA
research, when there is a community that has essentially already decided what PDA
is. Dogma, much?
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(@threadreaderapp please could you unroll again?

Thank you in advance.

@ndhumanoid @PDASociety @threadreaderapp Fourth example that "PDA is an
ASD" community will not reform itself to hold PDA and itself to the highest possible
standards is this "PDA test for adults".

@ndhumanoid @PDASociety @threadreaderapp Fifth example goes to @PDASociety
for being a repeat offender. This time for its recent newsletter. First for not even
mentioning recent systematic review, or the position of @BPSOfficial , or
@NICEComms

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @ NICEComms Sixth
example goes to @thepdaspace #PDASpace for not updating its PDA information to

an ethical position. Essentially the reasons why the @PDASociety are at example
number 5, are applicable to PDAspace.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace Seventh example goes back to @PDASociety for viewing PDA as a

form of autism. Likewise pretending to be an autism stakeholder by " We'll be
working with all involved to explore how the PDA profile is understood within the
new plans and services."

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace Screenshot from its October newsletter on the topic.

resources with your networks.

New guide to identifying PDA
new guide to identifying PDA s being written by a multidisciplinary team of experts and

is expected to be published i early 2022. Register to receive a copy of the identification

quide, whenis published, here.

In other news

Blin July, the governments national strategy for improving the lives of autistc|

for exceptional people to establish small,community:based
note than a dozen local areas in England. This is great news!
Jpport PO ATUs, or atrisk

g
of admission.

supportin the community.
Inthis Austral

ial Workers articl givesa
brief history of PDA and explains why its important for social workers to be

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace Screenshot of their website stating PDA is part of the spectrum.

Link here:
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first Chief Executive,

Helen Evans

Helen joins as an openly
autistic woman with a personal
connection to PDA, and a
passion for neurodiversity. She
brings a wealth of experience
running neurological charities.

“I know through personal experience the enormously
positive difference the PDA Society is making to the

The PDA Society announces appointment of its first Chief Executive
The PDA Society is delighted to announce the appointment of its first Chief
Executive, Helen Evans. Helen joins as an openly autistic woman with a personal

connection to PDA, and a passion for neu...

https://www.pdasociety.org.uk/the-pda-society-announces-appointment-of-its-first-chief.
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Individual di ADHD, Adult jical Demand Avoidance and
delinquency

Description:

, ADHD,

In this paper, Egan et allooked at a range of different characteristcs of a group of adults to analyse how PDA might ft with other
They used the n ther p ool for  Egan etal
identified having PDA to complete it and a number of other surveys including
personality traits. As a P they w
relate o the potential or criminal behaviour,or ‘delinquency’

The results showed that for community OHD, and
‘antagonism appearto better predict the PDA than ASD. They went on to suggest that the association PDA has with delinquency
may reflect these constructs, which are also correlates of offending,

The results appeartobe
extremely demand avoidant for a range of reasons, so 1o repeatthis work within a clnical cohort would be a useful next step.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @ NICEComms

(@thepdaspace At least the newsletter includes a link to recent systematic review, but

predictably does not discuss importance of the systematic, that charity lacks evidence

to say PDA is a form autism & thus undermines its efforts to work with other

organisations.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms

(@thepdaspace Link to Kilhahl et al (2021) systematic review on its website.

Pathological demand avoidance in children and adolescents: A syste...
Pathological demand avoidance in children and adolescents: A systematic review

There has been a lack of funding of research into PDA to date and so this timely

paper is particularly useful for giv...

https://www.pdasociety.org.uk/resources/pathological-demand-avoidance-in-children-a. ..
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Books.

« The Teacher's Introduction to Pathological Demand Avoidance: Essential
‘Strategies for the Classroom by Clare Truman

* The Amazing Autistic Brain Cards by Gléria Duré-Vila

« Being Julia - A Personal Account of Living with Pathological Demand Avoidance
by Ruth Fidler & Julia Daunt

Research

* Individual diffe ADHD, Adult Pathological Demand Avoidance and

delinquency by Vincent Egan, Elinor Bull, and Grace Trundle

avoidance in childr d adols 1ts: A systemati
review by Kildah, Helverschou, Rysstad, Wigaard, Hellerud, Ludvigsen and
Howlin

Training & Events

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace Screenshot of the PDA Society's page on the systematic review.
Highlighting their claim Eaton & Weaver is " more authoritative clinically-based

research".

T e | . |
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ical demand avoid: in children and A i
review

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace Considering that study appears highly biased, & informed by
clinicians experience, & not broader literature. Also its highly circular nature, &
possible conflation of anxiety based RRBIs with autism social communications issues.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @ NICEComms
(@thepdaspace Claim "more authoritative clinically-based research (such as Eaton

and Weaver)." is problematic putting it mildly. From what I can tell a more accurate
description is that research is self-validating pseudoscience, done to support outlook
PDA is an ASD.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace Important to note Kildahl et al (2021) did not view PDA as a form of

autism, acknowledged there were non-autistic persons with PDA in the literature,
which contradicts position adopted in Eaton & Weaver (as they only dx PDA in

autism).

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace Also positions adopted by NICE & BPS that lack of evidence to say
what PDA is, or linking it to autism. Equally treating divergent opinions on the topic.
Obviously, if one respects opinion PDA is seen outside of autism.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace One cannot say PDA is part of the autism spectrum.

Simply not good enough by a charity pretending to be an autism stakeholder, which is
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meant to be "working with all involved to explore how the PDA profile is understood
within the new plans and services."

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace If I was working with the PDA Society, I would such information to be
readily available & presented if reputable independent groups took a substantially
position to it.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms

(@thepdaspace Not to mention if I was a vulnerable person looking for information on
PDA.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @ NICEComms
(@thepdaspace
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@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace That is it for this example of "PDA as an ASD" proponents being
dogmatic on the topic.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms

UL

(@thepdaspace Example on why Eaton & Weaver is not ""more authoritative
clinically-based research". The paper acknowledges that not ALL of Newsons cohort

meet DSM-5 autism criteria.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace "... it is likely that many of the original cohort of children assessed by
Newson and her team would today meet the diagnostic criteria for Autism Spectrum
Disorder using DSM 5." (Eaton & Weaver 2021, p34).

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace Screenshot of the above quoted text.

a second opinion and some were referred because
it was fel they might meet the criteia for autism with
the PDA profile (PDA). The clinic is well known for its
interect and knowiedge on PDA and 5o it s kel that
more children with this type of profie are referred than
in other autism diagnostio services. A number of the
chidren were adopted and wers referred a5 they were
displaying unusual or challenging behaviours that
could indicate they may be autictic

The concept of ‘pathological’, or extreme, demand
avoidance has caused huge, and often emofively
argued, differences of opinion over the last few years
‘The controversy regarding both the name of the profile
and its classification, is acknowledged by the authors.

countries). Athough there was agraement that autiem
was a valid diagnostic categary, there was considerable
controveray about how it should be defined. In DSM I,
autiom and related cicorders were grouped under the
heading of ‘Pervasive Developmental Disorders’ (PDD)
‘and an ‘atypical’ category was alsoincluded. The criteria
determined that the onoet of features of autism needed
tobe evident before the chid reached 30 months of age.
Social impairments, language deviance and ‘unusual
behaviour’that included rigid and repetiive behaviour
aleo needed to be apparent. Newson inifaly argued

should be viewed as a separate (but related) condition,
o "syndrome within the broader category of Pervasive

of children who are said to have this profile. For ease of
reporting, the term PDA is used throughout this paper.

Over a two year period, a total of 351 assessments
were caried out. With parental permission, allthe data
generated were entered into a database. All diagnostic
conclusions were made prior to the data being entered
on the database and their analysis for this study. Clincal
experience is cited within the NICE (National Institute
of Care and Cinical Excellence) guidelines (CG 142)
as forming @ major part of any diagnostic decision.
From thi iniial sample of 351 chikren, 136 chidren
who had completed all slements of Module 3 of the
ADOS-2 (Auim Diagnostio Observation Schedue)
were selected for further analysie. All of the team had
many years' experience and agreed that, clnically, the
65 chidren diagnosed with autism using DSM 5 ciiteria

Disorders. By the time the Newson et
al (2003) paper was published, the DSM Il had been
replaced by the DSM IV.

‘Over the years, and following the publication ofthe DSM

5. the diagnasic criteria for Autiem Spectrum
has changed o reflect the growing understandi
breacth and dimensional nature of autism and

In recent years, PDA has been more widely acknowl-
‘edged as a behaviour profile seen in some children with
autism. (ONions, Viding and Greven, 2014). However,
there remains considerable controversy regarding ts
specificity. A paper by Green et al (2018) highighted
the challenges faced by clinicians when families present
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@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @ NICEComms
(@thepdaspace If not ALL of all Newson's cohort are autistic, then there are some
non-autistic persons in Newson's research who are NOT autistic. Kildahl et al 2021
noted non-autistic persons in PDA samples.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
@thepdaspace "The majority of participants with PDA in most of the included studies
were autistic, and apart from Study (3)" (Kildahl et al 2021, p10).

See below screenshot.
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of PDA; why and/or how they develop; or the distinguish-
iduals displaying them. If demand
pri

y.-n.-s(eg Kaiin 1 2020, Moreover here ls:pos
sibility that parental reports may also have been affected
by pre-existing ideas and understandings of PDA gleaned
from the PDA web forums and conferences from which
they were recruited.

there have been no longitudinal studies of the trajectories
of PDA behaviours, although two cross-sectional studies
(Gillberg etal, 2015; O'Nions ctal., 2016) described indi-

no longer did so when the fescarch was conducted.
Curtently, we still lack adequate information regarding the  The relationship between PDA, autism and
uniformity of demand avoidant behaviours, across indi- it
viduals or over time. Notably, all identificd studics had
been conducted in Western Europe (mainly in a small
number of UK centres), and knowledge from other coun-
ries and cultures s lacking.

ported
corcccuming ADHD and ep-levsy (Rl e b, 2018,

Methods of identifying or measuring PDA
Despite its ongoing influence on the field, the study thar  heurodevelopmental conditions is lacking. The association
originally described PDA (Newson et al., 2003) docs not  With intellectual ability is also unclear. One study specifi-
provide systematic information on how the crieria for  Cally excluded individuals with severe itellectual
PDA were developed; i s also unclear whether these cri-  1eS from analyses because ‘it s difficult
teria remained exactly the same over he time perod thar  hole PDA phenoype devloping in an indii
data were collected (1975-2000), and there is a isk of cir- S¢vere or profound general cognitive dyst
cularity due (o its design (Green et al., 2018). These are ~ ¢tal. 2015, p. 981). In other studies, mfemumnatm 1Q
important limitations since all subsequent studies,includ- W3S ofien lacking. Those studics reporting level of ntel-
ing the construction of the EDA-Q, are, to some degree,  lectual abilities included participants across the IQ range,
based on Newson et al’s criteria. Funthermore, while the

ted intelligence.

for
described by O"Nions, Christie, etal. (2014), the pre-iden-
tification of groups in that study (again based on parental  The rejationship between PDA and psychiatric
fepor) remains a significant methodological limitation. o e

While the cur nly included studies on PDA in

children and adolescens, studies involving adults (Faton  Findings from three studics suggest lnks between PDA
& Banting, Trundle etal, 2017)  and anxiety (O'Nions et al., 2018; O'Nions, Viding, etal.,
also rely on the Newson’s criteria. Moreover, the three 2020). Stuart et al.

studies (4, 5, 10) using the DISCO o aid in the identifica-  relationship with intolerance of uncertainty, which is asso-
tion of PDA used differing sets of DISCO items.. ciated with the dwclopmcm of anxiety both in autism and

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace Kildahl et al (2021) also described issues with PDA research from
biased recruitment methods for many of its samples, that it is possible for same
participants to be recruited in multiple samples.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @ NICEComms
(@thepdaspace Just because most samples have a high number of autistic persons in
it, does not mean that PDA is a form of autism. Jumping to that conclusion, is an
example of texas sharpshooter fallacy @KatyBenson20 suggested on the topic.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace @KatyBenson20 This issue is also compounded because PDA
probably presents slightly differently in non-autistic persons, as autism & co-
occurring conditions frequently simultaneously interacts with each other.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @ NICEComms
(@thepdaspace @KatyBenson20 Combine these issues with the fact that Eaton &
Weaver (2020) only diagnoses PDA in autistic persons, & not as a standalone
diagnosis, undermines the utility of that research; it is difficult to describe it as "more

nn

authoritative clinically-based researc

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace @KatyBenson20 That is only one example why it is problematic to
view Eaton & Weaver (2020) as "more authoritative clinically-based research".

I am done this time.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace @KatyBenson20 I also need to add that the fact the PDA Society
described Eaton & Weaver as "more authoritative clinically-based research" is highly
concerning for multiple reasons.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace @KatyBenson20 I am not happy about these reflections that led to
this. The charity described some research which has NOT disclosed any of its
conflicts of interests as "more authoritative".

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @ NICEComms
(@thepdaspace @KatyBenson20 So obviously, it is acceptable for "PDA as an ASD"
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supporters for it ignore typical research standards & practice of disclosing conflicts of

interest.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace @KatyBenson20 Also should be noted the charity does disclose its

own conflict of interest, as it has a working relationship with Judy Eaton, at least
through the PDA Development Group, both are members of.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace @KatyBenson20 This is not exactly actions of a reputable
organisation/ information source for PDA. If I was working with PDA Society or a
vulnerable person looking for information on PDA, I would want to know the charity
was following typical research & practice standards.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace @KatyBenson20 At the moment that simply cannot be said of the
PDA Society.

I am disheartened by these reflections, really the PDA Society, & other prominent
"PDA as an ASD" supporters should be doing better than this. Such actions are likely
to add controversy around PDA.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace @KatyBenson20 This is not a trivial matter. Considering poor quality

research standards, tend to be associated with poor quality ethics. We that these are
issues with much autism research & practice, especially non disclosure of conflicts of
interest.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
(@thepdaspace @KatyBenson20 There are efforts to raise the standards of autism
research & practice both in quality & ethics. Which leading "PDA as an ASD"
advocates seem happy to ignore. This upsets me as, autistic persons & those with
PDA (autistic or not) deserve better than this.

@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
@thepdaspace @KatyBenson20 Screenshot of where PDA Society describes Eaton &

Weaver as "more authoritative clinically-based research (such as Eaton and

Weaver)".

Link to the page is below:
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Pathological demand avoidance in children and adolescents: A syste...
Pathological demand avoidance in children and adolescents: A systematic review
There has been a lack of funding of research into PDA to date and so this timely
paper is particularly useful for giv...

https://www.pdasociety.org.uk/resources/pathological-demand-avoidance-in-children-a...
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@ndhumanoid @PDASociety @threadreaderapp @BPSOfficial @NICEComms
@thepdaspace @KatyBenson20 @threadreaderapp please can you unroll again?

Thank you in advance.
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