Richard Woods @Richard_Autism
Aug 25, 2021 - 49 tweets

@sallycatPDA @RikoRyuki | need to ask are you aware
that it is problematic to include a subscale for autism in
your "PDA test for adults"? Or, has anyone else pointed
out that it should not include a scale for autism?

Link to said "PDA test for adults"

PDA test for adults
Created by Riko Ryuki and Sally Cat

This test includes questions relatingtoPDAand autism and can be used to help people
better determine whether the profile of PDAand autism relate to them.

This test is developed for aduks, but the questions can also be used for children. There are a

number of questions, separated intotwo groups, the first lot are for PDA traits; and the

second fortraits of autism.

These questions should show how PDAthe person may be and how autistic the person may

be.

Please note this test hasn't been devised by a professional and so will not be recognised inas
PDA test for adults
Created by Riko Ryuki and Sally Cat. This test includes questions relating to PDA
and autism and can be used to help people better determine whether the profile of
PDA and autism relate to them. T...

https://docs.google.com/forms/d/e/1FAIpQLScOeFJV5wJzJAW2Rii2ts_cfTZ8mGKcsd

(@sallycatPDA @RikoRyuki There are few reasons for this. Firstly a recent systematic
review has concluded there is not enough evidence to suggest PDA is a distinct
anything, including an autism subtype/ autistic trait.

"Consequently, evidence that PDA is either a separate disorder or constitutes a stable
subtype or trait in autistic individuals is currently lacking." (Kildahl et al, 2021, p12).

@RikoRyuki @sallycatPDA The systematic review also did not view PDA to be a form
of autism. Or that because someone has PDA a person is autistic. The systematic
review noted that PDA is seen in non-autistic persons, according to the literature.

From page 10.
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selves (e.g. Kalvin et al.. 2020). Moreover, there 1s a 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.

However, to date
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1e EDA-Qis fully  reported as being of superior intelligence.
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‘tudies on PDA in

There are 10 studies in which it is reasonable to view there are non-autistic persons in
PDA research samples which I discuss in the link in the next tweet.

https://rationaldemandavoidancecom.files.wordpress.com/2021/08/20-june-2021-

10-studies-indicating-pda-is-seen-in-non-autistic-persons.pdf

@sallycatPDA @RikoRyuki Besides there are other clinical reasons it is problematic
viewing PDA as an ASD. I will not go into these here to save time and space. I discuss
in an essay in next tweet.

voidance_a_meaningful subgroup_of autism

Other important reasons for not including an autism subscale is that respected
organisations are not viewing PDA as a distinct entity, but are taking a neutral
position on PDA.

@RikoRyuki @sallycatPDA you might be aware of the recent guide by the
(@BPSOfficial for psychologists working with autistic persons?

Link to it in the tweet below.

https://www.bps.org.uk/sites/www.bps.org.uk/files/Policy/Policy%20-

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

and diagnoses.

ippor 3
are communicated to and understood by families.
+ Be aware of the impact may lead
and ons (for example, nay be a negati

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:

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

[
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@sallycatPDA @RikoRyuki

Page 18:

"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."

@RikoRyuki @sallycatPDA note the implication PDA is NOT autism in the above

sentence.

Page 18.

"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"

@sallycatPDA @RikoRyuki

Page 18.

"Currently, there are no definitive answers and PDA is not included in the two
diagnostic manuals (DSM and ICD)."

@sallycatPDA @RikoRyuki, that the @ BPSOfficial acknowledging debate over PDA,
that some view it to be seen in non-autistic persons. It is not viewing to be an ASD.

Says there are NO concrete answers to PDA.

@RikoRyuki @sallycatPDA that is the BPS way of advising persons to not assume
PDA is only seen autistic persons.

@RikoRyuki @sallycatPDA arguably most important case of an organisation taking a
neutral position & not assuming PDA, is @ NICEComms

@sallycatPDA @RikoRyuki you are probably aware that National Institute for Health
and Care Excellence, recently in 2021 received a request to better recognise PDA in its
autism guidelines.

@sallycatPDA @RikoRyuki guess what NICE response was to this request?

It was there is not enough evidence to change NICE guidelines, & it treated all expert
opinion on PDA equally.

@sallycatPDA @RikoRyuki link below to @ NICEComms 2021 review of the literature
regarding their under 19s autism guidelines.

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

see the_summary of evidence from surveillance.

Other sources of information
We considered an enquiry about pathological demand avoidance (PDA) that
suggested PDA is not adequately addressed by the guidelines and that there
is a failure to distinguish between PDA and oppositional defiance disorder |
Experts in this area informed us that PDA is not a recognised diagnosis in
ICD-11 or DSM-V but its characteristics are considered to be part of the
autistic spectrum disorder of diseases. There was no new evidence identified
‘about PDA and clinical opinion is very mixed about its status as a distinct
developmental condition. We therefore assessed this enquiry as having no

impact on recommendations

Equalities

Topic experts and patient organisations indicated that transgender people and
women may have a higher risk of autism. Additionally, the need to further
engage hard to reach groups was highlighted, as wel ems that uptake
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abstract reported statistical data on the difference in rates of the condition in
people with autism and those without autism).

Pathological demand avoidance

Topic experts, patient groups, and other correspondence received since the
NICE guideline was published has suggested that the guideline should
consider pathological demand avoidance as a specific profile for people with
autism. The term is used to describe complex behavioural problems that
mainly manifest as extreme avoidance of everyday requests and expected
behaviours. Disagreement remains about whether pathological demand
avoidance should be recognised as a distinct diagnosis. Some topic experts
considered that appropriate recognition of coexisting conditions and
individualised management strategies are sufficient. Because we did not
identify any new evidence in this area, pathological demand avoidance is not
being proposed as an area for update.

Surveillance proposal
We propose not to update the sections of the NICE autism guidelines covering
coexisting conditions.

Surveillance consultation report October 2020 — Autism theme (NICE
guidelines CG128, CG142 and CG170)

Surveillance proposal
We propose not to update the sections of the NICE autism guidelines covering
coexisting conditions.

Surveillance consultation report October 2020 — Autism theme (NICE
guidelines CG128, CG142 and CG170)

Most of the evidence identified in this surveillance review was consistent with
the lists of coexisting conditions in current recommendations. Evidence for
conditions not currenty on the list (obesity, asthma, persistent crying as
infants, and hypocholesterolaemia) tended to be from studies with
‘methodological imitations and did not sufficiently establish links between
autism and other coexisting conditions. Weididinotidentify suitable evidence

@RikoRyuki @sallycatPDA Relevant pages of NICE's review of the evidence to PDA
are 10, 47, & 48.

@NICEComms as an organisation is important & is it sets clinical guidelines. It is
more a reputable information than charities often are.

(@sallycatPDA @RikoRyuki Please see the various images in this thread, as I show
where the information is. I am also trying to give you the relevant quotes, for ease of
your own & other's access.
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Replying to @Richard_Autism

"Other sources of information

We considered an enquiry about pathological demand
avoidance (PDA) that suggested PDA is not adequately
addressed by the guidelines and that there is a failure to
distinguish between PDA and oppositional defiance
disorder....
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... Experts in this area informed us that PDA is not a
recognised diagnosis in ICD-11 or DSM-V but its
characteristics are considered to be part of the autistic
spectrum disorder of diseases...
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Richard Woods ’
@Richard_Autism

Replying to @Richard_Autism

... There was no new evidence identified about PDA and
clinical opinion is very mixed about its status as a distinct
developmental condition. We therefore assessed this
enquiry as having no impact on recommendations."

p10. Along with the previous image.
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@sallycatPDA @RikoRyuki see the previous tweet.

"We therefore assessed this enquiry as having no impact on recommendations.’

NICE repeat point elsewhere, there is insufficient evidence to act suggestions to
differentiate PDA from ODD in autistic persons.

Richard Woods y
@Richard_Autism

Replying to @Richard_Autism

"Topic experts, patient groups, and other correspondence
received since the NICE guideline was published has
suggested that the guideline should consider pathological
demand avoidance as a specific profile for people with
autism...
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Richard Woods ,
@Richard_Autism

Replying to @Richard_Autism

... The term is used to describe complex behavioural
problems that mainly manifest as extreme avoidance of
everyday requests and expected behaviours...
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@sallycatPDA @RikoRyuki see the previous tweet, note that @ NICEComms accepted
that those with PDA often face substantial difficulties. I.e., they accept that the
difficulties are "real".

Richard Woods y
@Richard_Autism

Replying to @Richard_Autism

... Disagreement remains about whether pathological
demand avoidance should be recognised as a distinct
diagnosis...

12:50 PM - Aug 23, 2021 ®
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Richard Woods y
@Richard_Autism

Replying to @Richard_Autism

... Some topic experts considered that appropriate
recognition of coexisting conditions and individualised
management strategies are sufficient...
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accepts divergent views on PDA, that its difficulties can be also be explained by
accepted entities, like Oppositional Defiant Disorder.
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Richard Woods y
@Richard_Autism

Replying to @Richard_Autism

... Because we did not identify any new evidence in this
area, pathological demand avoidance is not being
proposed as an area for update."

P47. It is the text on PDA in the previous image.
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Richard Woods ,
@Richard_Autism

Replying to @Richard_Autism

"We did not identify suitable evidence on possible links
with anorexia or pathological demand avoidance that
supported external feedback we received about these
disorders."

P48, will be text in next image.

12:52 PM - Aug 23, 2021 ®

Q O 1 & Copy link to Tweet

( Tweet your reply >

it rejected request to better recognise PDA as an ASD, i.e., PDA is ONLY seen in

autistic persons was rejected by NICE.

@RikoRyuki @sallycatPDA T accept you both mean well & are trying to help those
who identify with PDA, with your "PDA test for adults". Link again will be provided in
the next tweet.

PDA test for adults

Created by Riko Ryukiand Sally Cat

This test includes questions relatingto PDA and autism and can be used to help people
better determine whether the profile of PDA and autism relate to them.

This test is developed for adults, but the questions can also be used for children. There are a
number of questions, separated intotwo groups, the first lot are for PDA tratts; and the

second fortraits of autism.

These questions should show how PDAthe person may be and how autistic the person may
be.
Please note this test hasn't been devised by a professional and so will not be recognised inas
PDA test for adults
Created by Riko Ryuki and Sally Cat. This test includes questions relating to PDA

and autism and can be used to help people better determine whether the profile of
PDA and autism relate to them. T...

https://docs.google.com/forms/d/e/1FAIpQLScOeFJV5wJzJAW2R9ii2ts_cfTZ8mGKcsd..
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@RikoRyuki @sallycatPDA Yet, it is too early & premature to include a subscale to
assess for autism in PDA tools. It is both unethical to deny the rights & exclude non-

autistic persons with PDA by including an autism subscale in your "PDA test for
adults".

@RikoRyuki @sallycatPDA I do not know who, or if any researcher/ "expert" advised
you on creating your "PDA test for adults"? Any reputable expert should be advising
you to remove the autism subscale from it.

@sallycatPDA @RikoRyuki including the autism subscale does not look reflect well
on the persons who added it, due to how respected arbiters of clinical practice are
taking a neutral position on PDA, & not assuming it is specific to autism.

@sallycatPDA @RikoRyuki I hope one/ both of you two, are open minded enough to
listen to the information I have presented to you. That you remove the autism

subscale from your "PDA test for adults".

This is the end of my points and questions.

(@threadreaderapp Please can you unroll?

Thank you in advance?
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