Richard Woods @Richard_Autism

Feb 14 - 17 tweets - Richard_Autism/status/1493142994052079618

There are what | would consider to be parallels between
certain "PDA Profile of ASD" supporters actions & the
actions of the Tories. Unsure how much of it is due to
different reasons.

The Observer Opinions

Lies come in all shapes and sizes. This government is familiar with the...
Charlatans now fill the void where we once had people of integrity and substance

https://www.theguardian.com/commentisfree/2022/feb/12/lies-lies-and-more-lies-a-gov

Why I say this, is consider the actions of the Tories, in all the times they lie, or
mislead others.

WILLIBLESS WO e,

'his is a government that lies. It
lies because it instinctively
derstands what sociologists
all “strategic lying” and the rest
of us call “shit sticking”, shifts

M4 1tlied last week asit
lied every week. It lies
tothe Queen. It lies to
parliament. It lies to
the electorate. It lies to
itself

preferred territory. It lies because
it knows Dominic Cummings was
Jright to agree that when he told the lie that

[Brexit would deliver £350m a week to the NHS
in 2016, or the prime minister told the lie this
ear that Keir Starmer failed to prosecute
immy Savile, they “trapped” their opponents

‘Vaccinations work, | encourage
people to have them’: the army
veteran helping his community to
get boosted

linto spreading the lies as they refuted them.

Paid for by
It lies because it cannot admit the existence of|
he world in front of its eyes. It ignored a fraud
epidemic last week, so it could pretend that crime is falling. It went on to
ignore the sharpest collapse in living standards in 30 years so it could
pretend the economy was booming.

1t lied last week as it lies every week. It lies to the Queen. It lies to
parliament. It lies to the electorate. It lies to itself. It lies as a matter of policy.
It lies as a matter of course. It lies when it doesn’t need to lie. It lies because
it doesn’t know what else to do. It lies because it is all it can do. This is a
government that lies.|

® This article was amended on 13 February 2022. The picture of the Speaker,
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Certain "PDA Profile of ASD" supporters who produced a research report seemingly
pretending to be clinical guidance on PDA.
https://www.pdasociety.org.uk/wp-content/uploads/2022/01/Identifying-

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

This research report is highly problematic, appears full of many bold &/ or
misleading comments as discussed here.

Threadreader W Tweet | fShare

Thread by Richard Woods (@Richard_Autism), Jan 31

I have seen the PDA Society's guide on
how to assess for PDA. Yet to fully read
it. Will read & reflect upon on it & make

comments tomorrow. Initial...

Thread by @Richard_Autism on Thread Reader App

@Richard_Autism: | have seen the PDA Society's guide on how to assess for PDA.
Yet to fully read it. Will read & reflect upon on it & make comments tomorrow. Initial
points. Omits developmental trait...

https://threadreaderapp.com/thread/1489151021075021826.html

Ignoring so many important things to make those claims it hard to see how those
with their names attached to the document look good.

E.g. research report ignore how @NICE equally treated divergent views on PDA,
which this research report does not do. Where NICE equally respected divergent

views on PDA.

Suagested PDA isnot adsquately addressed by the guidlines ond thal hers

CD-11 or DSIY but s charactaisto o considred f be art of the

ocing proposed as an area for pdate.

Surveillance proposal

https://www.nice.org.uk/guidance/cg128/documents/surveillance-review-proposal

Lets also be clear other independent reputable parties equally respected divergent
views on PDA, like noting debates if PDA is seen in non-autistic persons.
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Image of @BPSOfficial position on PDA & link to the document.
https://www.bps.org.uk/sites/www.bps.org.uk/files/Policy/Policy%20-

%20Files/Working%20with%20autism%20-

and diagnoses.

+ Support training
are communicated to and understood by families.
+ Beaware of the impact may lead
‘accepting support and interventions (for example, in some cultures there may be a negative.

y 2013).

Pathological Demand Avoidance (PDA) is defined as an ‘obsessional avoidance of the
ordinary demands of everyday life,” (Newson et al., 2003, p.596). PDA was first described

in the 1980s by Elizabeth Newson, a Consultant Child Psychologist who felt that some of

the children referred had features in common with, but were qualitatively different from,
autistic children. Since that time, there has been much debate and controversy about whether
PDA exists as a separate entity, whether it is specific to or part of the autism spectrum,

and whether children with other conditions also have a PDA profile (Egan et al., 2019;

Green et al., 2018; Ozsivadiian, 2020; Kildah et al., 2021). There have been attempts to
design or modify tools to help clarify these questions (e.g. the Extreme Demand Avoidance
Questionnaire (EDA-Q) (0'Nions et al., 2014). Currently, there are no definitive answers and
PDA s not included in the two diagnostic manuals (DSM and ICD)

4.3 GENETIC, SENSORY, BEHAVIOURAL OR OTHER DISORDERS

The risk of autism is significantly increased in children and young people who have:

& such blindness.
+ Severe intellectual impairment
« A number of genetic conditions including Fragile X, Down's syndrome, Rett Syndrome, Comelia

Image of @rcpsych view on PDA & link to document.

The psychiatric management of autism in adults (CR228)

This report is of the College’s commitment to improving mental health services for
those autistic adults who do not have a generalised intellectual disability. It focuses
on setting out the role of p...

https://www.rcpsych.ac.uk/improving-care/campaigning-for-better-mental-health-policy/...

Image of systematic review by @ArvidNK equally respecting PDA diagnoses, even if
PDA is diagnosed in non-autistic persons. Link to systematic review.
https://journals.sagepub.com/doi/full/10.1177/13623613211034382
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Discussion

The methodological quality of peer-reviewed
studies of PDA

The reviewed studies suggest thatthere is a subset of autis-
tic children and adolescents who display behaviours
involving persistent avoidance of perceived demands.
However, methodological limitations of the studies
reviewed restrict conclusions regarding the specific behay-
iours or constellation of behaviours that are characteristic.
of PDA; why and/or how they develop; or the distinguish-
ing features of individuals displaying them. If demand
avoidant behaviours do comprise a separate developmen-
1l disorder or a trait or sublype in autism, this requires
greater evidence of behavioural stability. However, to date
there have been no longitudinal studies of the trajectories
of PDA behaviours, although two cross-scctional studies
(Gillberg etal., 2015; 0°Nions ctal., 2016) described indi-
viduals who had displayed these behaviours in the past but
no longer did so when the rescarch was conducted.
Currently, we still lack adequate information regarding the
uniformity of demand avoidant behaviours, across indi-
viduals or over time. Notably, all identified studies had
been conducted in Western Europe (mainly in a small
number of UK centres), and knowledge from other coun-
tries and cultures is lacking.

Methods of identifying or measuring PDA

Despite its ongoing influcnce on the field, the study that
originally described PDA (Newson et al., 2003) does not
provide systematic information on how the criteria for
PDA were developed; it is also unclear whether these cri-
teria remained exactly the same over the time period that
data were collected (1975-2000), and there is a risk of cir-
cularity due to its design (Green e al., 2018). These are
important limitations since all subsequent studies, includ-
ing the construction of the EDA-Q, are, to some degree,
based on Newson ct al.’s criteria. Furthermore, while the
development and selection of items for the EDA-Q is fully
described by O°Nions, Christic, et al. (2014), the pre-iden-
tification of groups in that study (again based on parental
report) remains a significant methodological limitation.

groups. As no further group comparisons have been con-
ducted, it remains unclear whether PDA constitutes a dis-
tinet condition or merely reflects a difference in severity
of ‘disruptive’ behaviours.

Most of the studies relied exclusively on parental report
for inclusion criteria and identification of PDA. This
heightens the risk of relationships between measures being
confounded by common method, reporting. and confirma-
tion bias (Green, 2020). Diagnostic studies in autism sug-
gest that the validity of proxy reports varies according to
informanis” expectations, competence, observational skills
and relationship with the autistic person (Havdahl et al.,
2017; Helverschou & Martinsen, 201 1) and are not always
in line with reports from the autistic individuals them-
selves (e.g. Kalvin et al., 2020). Moreover, there is a pos-
sibility that parental reports may also have been affected
by pre-existing ideas and understandings of PDA gleancd
from the PDA web forums and conferences from which
they were Tecruited.

e
ifimmation abouamywilerdmociiom wiil fese (rodiar
neurodevelopmental conditions is lacking. The association
with intellectual ability is also unclear. One study specifi-
cally excluded individuals with severe intellectual disabili-
tics from analyses because ‘it is difficult to cnvisage the
whole PDA phenotype developing in an individual with
severe or profound gencral cognilive dys function’ (Gillberg.
ctal., 2015, p. 981). In other studics, information about 1Q
was often lacking. Those studies reporting level of intel-
lectual abilities ineluded participants actoss the 1Q range,
from individuals with severe intllectual disability to those
reported as being of superior intelligence.

The relationship between PDA and psychiatric
Ao
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Image of where the research report by pro "PDA Profile of ASD" supporters claim
PDA has been over diagnosed, i.e., not respecting all PDA diagnoses.

SUPPOIL dria guIgance 101 INUIvIAuals a@na 1amies.

The document was produced by the PDA Society collating the professional practice and
experience of a mL \ary  group of p als — with on - from
psychiatry, clinical and al diatrics, occupational therapy and
speech and language therapy - worklng in the NHS and private practice in England. All the
contributors have extensive experience of working with and supporting PDA individuals, and
were invited to contribute because either they had recently published on the topic or had
long-standing professional contact with the PDA Society. An initial meeting was held in
October 2020 to outline the process for developing the guldance {ollowed by a detailed

survey to gather inputs from all The survey was lysed and
summarised with a further ion meeting in Ds 2020. This guidance was
drawn from those discussions and reviewed/revised by all contributors during the course of
2021.

The contributors acknowledge the paucity of clinically-based research on demand
avoidance and PDA, and call for further research to inform both theory and clinical practice.
This guidance, therefore, is based on the contributors’ considerable clinical experience and
expertise and represents their consensus view of current practice and understanding. It is
intended for practical clinical purposes with the aim of improving outcomes via personalised
interventions and support. Whilst the norm is for practice guidance to be produced
separately for adults and children/young people, it was decided to make this all-age
because the more limited evidence base on identifying a PDA profile in adulthood means it
‘would be difficult to produce a separate document.

Identification of PDA across the country is variable. There are some services and

professionals who do not recognise PDA as a diag term. Equally
noted that, with increased awareness, there has been some over-identification by other
Both can be it is also hoped that this guidance will lead

1o some harmenisation of practice.

Screenshot showing the research report was produced by those with a certain outlook

& its contributors were selectively recruited.

1. Introduction

This practice guidance is intended for clinical praclllloners |nc|ud|ng those working in
team. It may also be helpful

for other healthcare, social care or education professionals.

The goal of this is to aid i ion and of the “ ion of
traits” commonly known as a PDA (| ical Demand i profile; to

PDA from other presentations of marked demand avoidance; and to signpost appropriate
support and guidance for individuals and families.

ThsdowmemwasproducsdbymaFDASodeWodlaﬂngmwﬂwbmlmand
roup of

psychiatry, cllnk‘.ll and mmpy
speech and language therapy - working in the NHS and private practice in England. Allme
experiel

long-standing professional contact with the PDA Society. An initial meeting was held in
October 2020 to outline the process for developing the guidance, followed by a detailed
survey to gather inputs from all contributors. The survey information was analysed and
summarised with a further consultation meeting in December 2020. This guidance was
drawn from those di: i and by all i during the course of
2021.

The contributors acknowledge the paucity of clinically-based research on demand
avoidance and PDA, and call for further research to |nlorm both theory and clinical practice.
This guidance, therefore, is based on the clinical

expertise and represents their consensus view of current practice and understanding. It is
intended for practical clinical purposes with the aim of improving outcomes via personalised
interventions and support. Whilst the norm is for practice guidance to be produced
separately for adults and children/young people, it was decided to make this all-age
because the more limited evidence base on identifying a PDA profile in adulthood means it
would be difficult to produce a separate document.
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"This guidance, therefore, is based on the contributors’ considerable clinical
experience and expertise and represents their consensus view of current practice and

understanding." PDA Society 2022 p1.

Research report is based on contributors opinions, not research evidence...

1. Introduction

This practice guidance is intended for clinical practitioners, including those working in
neurodevelopmental assessments as part of a multidisciplinary team. It may also be helpful
for other h social care or ion pr

The goal of this document is to aid ldennﬁcanon and assessment of the constellalmn of
traits’ commonly known as a PDA (P | Demand Avoi ) profile; to

PDA from other presentations of marked demand avoidance; and to signpost appropriate
support and guidance for individuals and families.

The document was produced by the PDA Society collating the professional practice and
experience of a multidisciplinary group of p — with rep 1 from
psychiatry, clinical and educational psychology, paediatrics, occupational therapy and
speech and language therapy - working in the NHS and private practice in England. All the
contributors have extensive experience of working with and supporting PDA individuals, and
were invited to contribute because either they had recently published on the topic or had
long-standing professional contact with the PDA Society. An initial meeting was held in
October 2020 to outline the process for developing the guidance, followed by a detailed
survey to gather inputs from all contributors. The survey information was analysed and
summarised with a further consultation meeting in December 2020. This guidance was
drawn from those discussions and reviewed/revised by all contributors during the course of

The contributors acknowledge the paucity of clinically-based research on demand
avoidance and PDA, and call for further research to inform both lheory and clinical practice.
This. guldenos therefore, is baud on the inical and

view of current practice and understanding. It is
intended for practlcal clinical purposes with the aim of improving outcomes via personalised
interventions and support. Whilst the norm is for practice guidance to be produced
separately for adults and children/young people, it was decided to make this all-age
because the more limited evidence base on identifying a PDA profile in adulthood means it
would be difficult to produce a separate document.

Identification of PDA across the country is variable. There are some services and
professionals who do not recognise PDA as a diagnostic term. Equally contributors have
noted that, with increased awareness, there has been some over-identification by other

o
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"...contributors report that all the individuals they have signposted as having a PDA
profile met the diagnostic criteria for ASD,..." PDA 2022 p3.

Clinicians claim in their clinical experience PDA is only seen in autistic persons.

recognised as a separate, but related, condition or ‘syndrome’ within the broader category
of Pervasive Developmental Disorders. Newson’s research and clinical work was continued
by her colleague Phil Christie and a team of clinicians and educationalists who sought to
further develop of PDA, i of ‘key features’ and reflecting
evolving research was i by a team at University
College London in 2014’ and 2016‘

2.2 PDA as a profile on the autism spectrum

The most recent diagnostic manual, DSM-5, has moved from the term Pervasive
Developmental Disorder to Autism Spectrum Disorder (ASD), reflecting the complexity and
heterogeneity of autism. As such, the current use of the term ‘autism’ is much broader than
itwas in Newson's day. As a result of this broadening of the way that autism and the autism
spectrum are seen, the contributors’ view is that PDA is currently best understood as a
‘profile’ (or cluster of traits) on the autism spectrum.

rspommtsllme Indwldualsmyhaveslg posted as having a PDA profile
met me diagnostic criteria for ASD, even though initial presentations may be misleading in
some cases (see section 4.3). This concurs with the observations 1rom the team at
University College London who noted that their work ‘suggests that those with substantial
features of demand have similar levels of autistic traits to
those with ASD who do not show this pattern.

We have a highly biased research report, seemingly claiming to be a clinical guidance
on PDA, which is noticeably not following same standards by independent reputable
organisations, like @ NICEComms.

Are those behind this PDA research report acting akin to the Tories much?

(@threadreaderapp if you could please unroll?

Thank you in advance.
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