Richard Woods @Richard_Autism

Feb 18 - 19 tweets - Richard_Autism/status/1494700462192435201

@neuroteachers

(@neuroteachers Means what it says on the tin, there is a substantial amount of bias
present. See contributing factors 66-69. Some parties do seem to be benefitting from
it "PDA Profile of ASD".

(@neuroteachers Virtually all contributing parties behind this PDA Society Report,
including the charity stand to benefit from it.
https://www.pdasociety.org.uk/wp-content/uploads/2022/01/Identifying-

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

(@neuroteachers 11 of 12 clinicians are based in private practice. Charity needs
persons to view PDA as a "Profile of ASD" to support its claims PDA is a "Profile of
ASD. Also PDA Society has blagged the government taking them seriously, as there
little/ no good evidence to support their claims.

Table 1: PDA Society Clinicians views Research Report Contributors private practice status.
&

Number. | Contributor. Private Practice. | Independent Practice.
1 Phil Christie No Yes
2 Gloria Dura-Vila Yes No
3 Judy Eaton Yes No
4 Alison Hart No Yes
5 Libby Hill No Yes
6 Keith Howie No Yes
7 Ann Ozsivadjian No Yes
8 Georgie Siggers No Yes
9 Pat Smith No No
10 Lisa Summerhill Yes No
11 Vicki Wingrove Yes No
12 Julia Woollatt. Yes No

(@neuroteachers Bear in mind PDA Society claims to be working with UK
Government under 2021 England Strategy, yet PDA is not mentioned anywhere in

the document & I have checked that multiple times.
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(@neuroteachers Multiple independent reputable parties recently looked at PDA & all
equally respected divergent views on PDA. So why has charity not done this to claim
PDA is part of the autism spectrum? Because it seems to have an agenda to make
PDA a "Profile of ASD".

(@neuroteachers

Richard Woods y
@Richard_Autism

Replying to @Richard_Autism and @RutterNik

In the process not mimicking standards & approach taken
by reputable independent parties to PDA, including
@NICEComms @BPSOfficial @ArvidNK in equally
respecting divergent opinion. @rcpsych did not state PDA
has social communication issues, stating PDA is an ASD is
unethical.

8:01 PM - Feb 11, 2022 ©)

Q O Reply & Copy link

Read 1 reply

(@neuroteachers @rcpsych link, pages 30-31
https://www.rcpsych.ac.uk/docs/default-source/improving-care/better-mh-

policy/college-reports/college-report-cr228.pdf?sfvrsn=c64e10e3_2

@bps link, page 18.
https://www.bps.org.uk/sites/www.bps.org.uk/files/Policy/Policy%20-
%20Files/Working%20owith%20autism%20-

%20best%20practice%20guidelines%2o0for%2opsychologists.pdf

(@neuroteachers @rcpsych @bps @NICEComms pages 10, 47 & 48
https://www.nice.org.uk/guidance/cg128/documents/surveillance-review-proposal

Systematic review link, p10 with stating evidence PDA is seen in non-autistic persons.

https://journals.sagepub.com/doi/pdf/10.1177/13623613211034382
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(@neuroteachers @rcpsych @bps @NICEComms Example of expert opinion PDA is

seen in non-autistic persons.

"Pathological (or extreme) demand avoidance is a term sometimes applied to
complex behaviours in children within— or beyond—autism spectrum disorder”

Abstract from here:

Pathological Demand Avoidance: symptoms but not a syndrome
Pathological (or extreme) demand avoidance is a term sometimes applied to

complex behaviours in children within—or beyond—autism spectrum disorder. The

use of pathological demand avoidance as a diagn...

https://www.thelancet.com/journals/lanchi/article/P11S2352-4642(18)30044-0/fulltext

(@neuroteachers @rcpsych @bps @NICEComms Example of non-autistic persons
with PDA in literature. See the 3 diagnosed non-autistic persons in CP/ HCU column

from p176 of study in chapter 8 of O'Nions thesis.

Link below:

https://ethos.bl.uk/OrderDetails.do?did=1&uin=uk.bl.ethos.814002

s

Table 8-18;

for participant groups

PDA ASDDA ASD cermicy ™

=19 (N=15) (=17) (N=13) (N=17)
Age 104@2) 104016  132@) 1304 13019
% males 632 600 647 100 647
Parent educational level 39(1.7) 32023 22(1.9) 19(1.6) 3023
Q 101 (14) 101 (22) 94 (21) 82(10) 113 (185)
ASD dx (%) % 73 82 15 0
ASD+ trait (%) k] 100 100 0 0
PDA dx (%) 21 hE] 1] 2 0
ADHD dx (%) 32 « 29 2 0
DD dx (%) 5 7 ] 15 0
Other dx (%) 41 47 24 15 )
ASD suspected dx (%) o 7 o B 0
PDA suspected dx (%) 58 4 8 3t 0
ADHD suspected dx (%) [ o ° 23 [
DD suspected dx (%) 5 13 L 2 0
Oth suspected dx (%) 5 [] L L] 0
Peer problems® 68(16) 55(23) 54(23) 54(19) 0.3(08)
Hyparactivity' 83(18) 72(28) 4822 73(14) 2421)
Conduct problems® 61022 56(23) 08(1.1)

29(22) 68(21)
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(@neuroteachers @rcpsych @bps @NICEComms "Equally contributors have noted
that, with increased awareness, there has been some over-identification by other
practitioners." PDA Society p1.

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

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

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

to some harmonisation 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 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.

4

(@neuroteachers @rcpsych @bps @NICEComms There more examples of this one
below from its recent strategy, on how the charity is about serving the PDA
community.

"The PDA Society is run by the PDA community for the PDA community." PDA
Society 2022 p9.

https://www.pdasociety.org.uk/wp-content/uploads/2021/12/PDA-Society-

Strategy-2022-2027.pdf

Goal 5. Inclusivity

Be inclusive of all PDA individuals and the people
who support them, working closely with the PDA
community and other organisations to ensure PDA

Society services are accessible and accountable.

The situation now

The PDA Sosiety is run by the PDA community for the PDA community.

yoneii has a direct ion to PDA and our CEO is autistic.
We offer support to all PDA individualsand the people who support them.
This includes people without a diagnosis and those wha do not identify as
autistic. We want everyone to feel welcomed whatever their age, gender,
athnicity, sexuality, religious beliefs and disabilities. We're mindful that
the people running the P DA Society are all whitewomen. This means some
peoplemay feel the charity is not for them and feel excluded. We want to
do more to address this.
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(@neuroteachers @rcpsych @bps @NICEComms As I said it has an agenda, it clearly
is for a particular (biased) outlook on PDA.

(@neuroteachers @rcpsych @bps @NICEComms If it was genuinely interested in
trying to see areas of overlap between topic experts, it would have done a Delphi
study to investigate areas of agreement/ disagreement with most/ all topic experts,
like happened here with CYP language issues.
https://acamh.onlinelibrary.wiley.com/doi/full /10.1111/jcpp.12721

(@neuroteachers @rcpsych @bps @NICEComms What do you do if you have a biased
agenda to make PDA a "Profile of ASD"?

(@neuroteachers @rcpsych @bps @NICEComms You only ask clinicians who support

that outlook their views. Make bold &/ misleading claims like PDA is over diagnosed
by others. Ignore divergent opinion & evidence of non-autistic persons with PDA. Call
for "their" PDA to be diagnosed & researched. List supporting clinicians.

(@neuroteachers @rcpsych @bps @NICEComms That is exactly is what the PDA
Society did. In the process it demonstrably took a different approach to PDA than
FOUR reputable independent parties did on PDA. I think it is more than reasonable
to say PDA Society is biased on the topic.
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Please addr : uk

(@neuroteachers @rcpsych @bps @NICEComms @threadreaderapp Please can you

unroll?

Thank you in advance.
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