Richard Woods @Richard_Autism

Mar 20 - 19 tweets - Richard_Autism/status/1505466681493278720

@gum_would_be | have argued elsewhere PDA should

go in with OCD & related disorders. Present position is we
systematically research the crap out of PDA & let the
evidence speak for itself.

This will be a short thread...

@gum_would_be__ ... Good question. I think it is worth point out there is no
consensus over what PDA is, there are multiple behaviour profiles, diagnostic
thresholds & ontologies for approaching PDA. Atm preference for anyone single one
over another is premature & arbitrary...

@gum_would_be ... Different PDA diagnostic thresholds...

DIAGNOSTIC THRESHOLDS.

————————————————— Eaton & Weaver (2020).
TIME TO PROFILE YOU.

_________________ Wing et al (2011). How do DAP thresholds compare to each other (Woods 2021a)?
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@gum_would_be ... Aggregated different PDA behaviour profiles below...

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-emotional violence when angry or panic attacks. Yy,
reciprocity
A2—Deficits in nonverbal ﬂriteria B — Anxiety based restricted
communication and repetitive behaviours and interests
\A3—Deﬁcits in relationships y, (RRBIs): X
B1 - Comfortable in role play and
B—Restricted, repetitive \ pretending.
behaviour, interests or activities B2 - Continues to resist and avoid
(RRBIs): ordinary demands of life.
B1—Stereotyped/repetitive 3 - 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 &ssemially socially manipulative. /

B4—Hyper- or hypo-reactivity to

Qusmy input

Criteria C — Neurodevelopmental
(optional traits):
C—Early onset: Cl1 -VL'auguage delay, seems result of
C1-Early passivity.
presence. C2- Nem:ological Il}volva_nent,

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

JN
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@gum_would be_There are 4 competing main schools of thought on PDA:
- A common Disorder.

- Symptoms belonging to other conditions.

- Rebranded autism.

- IT is an autism subtype etc

First three seem valid, last one seems nonsense to me...
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@gum_would_be ... Some have gone quite narrow on PDA, claiming it is has been
over diagnosed & PDA features are autism, ignoring PDA literature stating its
problematic viewing PDA as an ASD, & PDA research results showing PDA is mainly
predicted by many other difficulties/ conditions...

Autism -
ADHD -
PDA

overlap

Autism -
Anxiety -
PDA

overlap

Anxiety - ADHD -
Trauma - v ODD/CD -
PDA PDA
overlap overlap

ODD/ CD -
Trauma -
PDA

overlap

@gum_would_be__ ... Link below for example of some persons going quite narrow on
PDA...
https://www.pdasociety.org.uk/wp-content/uploads/2022/01/Identifying-

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

@gum_would_be_ ... Example of some parties being narrow on the topic ...

IIENUEU 101 PIECUCE! CINICAI PUIDOSES WILTI UIE Il 01 IMPIOVING OULCOINES Vid PElSONansed
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.

to some harmenisation of practice.

Lastly, the contributors recognise that the language used in this document is necessarily
medical in style, as it is written for practitioners, and therefore not always as reflective of
neurodiversity as they may like.

Terminology

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

jssi In reality, the termi used is less important than the understanding it
provides, and so it is important to use whatever is acceptable
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@gum_would_be ... Yet, it is possible to go broad on PDA, so for example full
guidance on CG128 guidelines for diagnosing autistic CYP by @ NICEComms stats
that PDA can be viewed as ODD (p289)...
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@gum_would_be  @NICEComms ... It is possible to describe PDA without social
communication issues, as @rcpsych has done so in Berney et al (2020,pp. 30-31)...

Extreme/p i i (PDA)

Although not recognised in the intemational classification systems (ICD and DSM),
this controversial label has been adopted by some in the UK and mainland Europe.
Confusion arises as demand avoidance itself is a common symptom.

PDA has been used mainly to describe children who present with a behaviour profile
characterised by the very abnormal:

« avoidance of compliance with everyday demands (using a variety of social
strategies, ranging from excuses and distraction),

* anxiety when demands cannot be avoided,
* attempts to control situations,

* impulsivity as well as sudden and extreme changes of mood.

Ghapter &: Rooogrition, dagnosis and assessment 20

There is debate as to whether this behavioural profile is a variant of autism (and specific
to it), whether it might be seen in other conditions, or whether it is a condition in its own
right (Green et al,, 2018).

Individuals identifying with PDA, and their families, are likely to be under unusual levels
of stress. They require a detailed assessment and formulation, aiming to help manage
the presenting behaviour as well as the varied underlying factors such as severe anxiety,
a lack of structure, a struggle that has become entrenched, or sensory sensitivities. In
the short term there might need to be a greater emphasis on reducing confrontation
until a wider range of management strategies is in place.
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@gum_would _be  @NICEComms @rcpsych ... There are many good reasons to
skeptical that PDA has social communication issues.

See images of slides below for details...

DEFINITIONS DEFICITS.
Coding Issues.

1) Psychological, not chemically driven (contradicted by some
recent literature).

2) Social identity/ pride/ shame deficits, demand avoidance is by
choice; persons highly motivated by obsessive demand
avoidance.

3) How do these deficits cause these features, e.g. panic attacks?
These deficits do not...

4) Highly aroused/ compulsive demand avoidance unlikely caused
by such deficits.

DEFINITIONS DEFICITS.

Coding Issues.

1) Driven by anxiety, which in tui
(Williams 2008).

ns can cause proposed deficits

2) Surface Sociability trait features hard to measure (Garralda

2003), e.g. sense of right from
3) Or, are RRBIs, e.g. panic attac|
4) Newson questioned its coding

wrong (whose perspective?).
S..
ssues in 1986, before profile was

reified in 1988 (1989; 1996). Hence, Newson needed DAP to
have coding issues to fit into their created diagnostic group.

Are these deficits an arbitrary

invalid social construct?

P oy & o o onostoie 1 101012011, G ok % Autimedes

Autimedes

DEFINITIONS DEFICITS. DEFINITIONS DEFICITS.

Coding Issues. Coding Issues.

1) Debate over manipulative vs strategic social demand
avoidance, e.g. see (O’Nions & Eaton 2021), a false dichotomy.

2) No ToM deficits (Newson et al 2003; O’Nions et al 2015), DAP
Traits are not associated with ToM, but autism is with ToM

1) Persons with DAP can interact atypically with autism tools,
e.g., communication can be odd but itself is not impaired
(O’Nions 2013).

2) Social communication issues are common in CYP (Wilkinson

(Bishop 2018). 2017); can make trait optional (Christie et al 2012).
3) EDA-Q views DAP behaviours to be manipulative (O’Nions et 3) Social communication differences are covered by autism, why
2014a). are these features being pathologised twice?

4) Other DAP tools view actions to be done with intent (Gillberg et 4) Entirely autistic population samples, are issues from autism, or

al 2015; O’Nions et al 2015; O’Nions et al 2016a; Egan et al does autism contribute?
2019). 5) Non-cogent accounts.
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Autimedes

@gum_would_be_ @NICEComms @rcpsych ... If one views PDA as something
similar to ODD, one can use the DSM-5 ODD specifiers for PDA.

See image below from APA 2013, pp462 463...
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@gum_would be  @NICEComms @rcpsych ... To quote DSM-5 ODD specifiers:
“Mild: Symptoms are confined to only one setting (e.g., at home, at school, at work,
with

peers).

Moderate: Some symptoms are present in at least two settings.

Severe: Some symptoms are present in three or more settings.”..

@gum_would be  @NICEComms @rcpsych ... DSM-5 ODD specifiers are
equivalent to some other PDA definitions. E.g., Help4Psychology's "Rational Demand
Avoidance" would be Mild, while their "Extreme Demand Avoidance" would be

Severe...
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@gum_would _be  @NICEComms @rcpsych ... Using existing clinical literature it is
possible to take an inclusive, broader approach to PDA!

It notes how arbitrary & premature it is for those behind this research report to view

PDA as a "Profile of ASD"...

https://www.pdasociety.org.uk/wp-content/uploads/2022/01/Identifying-

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

@gum_would_be_ @NICEComms @rcpsych ... While my own approach to PDA is
based on a transactional stress based model, which can be equated to the PDA/ ODD

model of PDA...

FIGHT
FLIGHT
FREEZE

Agitation
Self-harm
Shut down

Aggression

PANIC Running away

Physical incapacitation

Withdrawal into fantasy

Increasing demands, increasing anxiety,
reducing tolerance, losing control

=
L]
o
/ Calm. Able \ 1

How might de d avoi ge?—a ical model

(1) Routine demand ‘ (2) Anxiety or ‘ (3) Future demand
[Associated with Al
feared or disliked D) &
activity/ having to ’ll B ‘
cease preferred - @ -
activity] T
N

24
reinforces
idance &
*escope ¥
5) Reduction in
nxiety

THREE-DIMENSIONAL CONTINUUM OF “PATHOLOGICAL” DEMAND-AVOIDANCE.

Frequency of demand-
avoidance features
displayed continuum.

Manipulative to Strategic
social avoidance behaviours
continuum.

“Pathological” Demand-Avoidance begins
‘when “the disturbance causes clinically
significant distress or impairment in social,
occupational, or other important areas of
functioning.“ (APA 2013, p21).

Intensity of distress
features displayed
continuum.
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@gum_would _be  @NICEComms @rcpsych ... This is not even accounting for
arguments around clinical need for PDA, as PDA has been diagnosed at lower
diagnostic thresholds in considerable numbers, e.g., enough for some to boldly claim
PDA has been over diagnosed...

INLENUEU 101 PIECUCE! CINICET PUIDOSES WILT UIE &I 01 IMPIOVING OULLOINES Vid PelSONased
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.

Lastly, the contributors recognise that the language used in this document is necessarily
medical in style, as it is written for practitioners, and therefore not always as reflective of
neurodiversity as they may like.

Terminology

Use of the term ‘pathological’, in relation to marked demand avoidance, is not without
controversy. Indeed Professor Newson herself later expressed regret over her use of the
term. Many individuals who identify with the profile feel that the term is accurate and
appropriate, as the demand avoidance they experience is innate and all-consuming. Some
clinicians prefer to use the term ‘pervasive’ or ‘extreme’ as an alternative, or simply refer to
a ‘demand avoidant profile’. All these are valid diagnostic formulations, and the use of
different terminology may also be expedient where the PDA profile is not recognised by
commissioners. In reality, the terminology used is less important than the understanding it
provides, and so it is important to use whatever is acceptable
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@gum_would_be_ @NICEComms @rcpsych ... To answer your question, it would
depend on how you define & measure PDA. Which at the moment is arguably an
arbitrary or subjective matter!

@gum_would_be_ @NICEComms @rcpsych Not all the images in the thread are my
own. One is from Allison Moore, at least two are by O'Nions, & one is from Newson et
al (2003).

(@threadreaderapp please can you unroll?

Thank you in advance.
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