EXTREME DEMAND
. AVOIDANT
PROFILES AND
AUTISM
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DOMESTICS

Housekeeping (toilets,
phones, fire alarms)

Timings (breaks & lunch)

Confidentiality (what is
said in the room stays in
the room)
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AGENDA

What is EDA?

History of EDA and how our knowledge has evolved

Identifying EDA

Latest research/academic studies and current medical/political
position

Management Strategies
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1943: Autism 1962. First
first described as meeting of
a condition founding parents
Leo Kanner A group of
describes autism parents come
as a distinct together to start
condition in his what will later
paper ‘Autistic be called The
disturbances of National Autistic
affective contact Society
o A .

E 1979. Triad of

impairments

Judith Gould’s

the idea of an

Lorna Wing and

ground-breaking
study presented

Autism Spectrum

~

N\

1989. Gillberg’s i

Asperger criteria
published
Christopher
Gillberg, Prof.
child & adolescent
psychiatry,
publishes first
diagnostic criteria
for Asperger
syndrome

.

7

e N\

Research
continues and
we learn more
about Autism

every day.

Number

of people

diagnosed is
rising A

1908

4 N
1908: The word
Autism is used to
describe a subset
of schizophrenic
patients who
were especially
withdrawn and
self-absorbed

1943

1944 1962

\.

—~ .
1944: Asperger

1979

1977

1980 1989

E ~

syndrome
recognised
Austrian
paediatrician
Hans Asperger
describes a
condition
later known
as ‘Asperger
syndrome’

J

published by Dr
Susan Folstein

L Michael Rutter

™\ 4

1977. Genetic
link to autism
established
The first
systematic
study of twins
with autism is

and Professor

> .

autism spectrum
The third edition
of the Diagnostic

Mental Disorders
(DSM) recognises
autism spectrum

1980. DSM )
3 recognises

and Statistical
Manual of

disorder
J

e L)
Autism comes into

the political arena

— the Autism Act is

passed in England

2009, whilst Wales
and NI publish

Autism Strategies,
Scotland follows
suit, publishing
their strategy in

2011
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ELIZABETH NEWSON

_.‘_. 1. ¥

“One of Newson'’s strongest beliefs
about her work was that it should
“make sense”. Many parents would
attest to her astute observations and
genuine personal commitment - as well
as the accuracy of the clinical
descriptions that helped them make
sense of their child’s behaviour.”

Elizabeth Newson was a child psychologist

She received an OBE for her services to children on
the autism spectrum in 1999

She was a parent to a son with a diagnosis of
Asperger’s Syndrome

She pioneered child centric approaches, play based
assessments and the involvement of parents in the
process

She worked in the field of Autism for many years and
used her tnaugural lecture at Nottingham Untuversity
to present Pathological Demand Avoidance, going on
to spend many years observing and supporting
children with the proposed syndrome during her time
at a diagnostic centre at Sunderland House School,
later named the Elizabeth Newson Centre
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EXTREME AVOIDANCE OF DEMANDS |

The most important characteristic in the criteria,
present in 100% of cases is an extreme, pervasive
resistance/avoidance of everyday demands.

This even relates to demands the individual places
upon themselves and demands that are things
they would very much like to do.

“He has a wide variety of sirategies to avoid obeying direct demands. He acts as if he
hasn't heard, carrying on with what he’s doing with a blank expression on his face. He
distracts by starting fo talk about something else and he will go on and on until his mother
has forgotten what she wanted him to do. He makes excuses such as ‘I've just gotto...’ He
says ‘| can't’ in a plaintive voice or falls to the floor and starls rolling around like a baby”
Letter from paediatrician
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S
PASSIVE EARLY HISTORY =

4

Newson found that a high proportion of those with .
EDA were described by their caregivers as passive or
placid in the first year of thetr life

Nearly half did not reach for their toys or dropped
them when they were offered

The child only became more ‘actively resistant’ when
more was expected of them — L.e. when starting
nursery etc.

Parents often made quite significant accommodations
without realising the issues until external demands
were placed upon the child

‘While Autistic children’s parents usually realise that something is wrong by the time a child is two,
and often before this, in PDA children the honeymoon period tends to be much longer’ Newson

v
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SURFACE SOCIABILITY

Children with EDA tend to be very ‘people-
orientated’

They have usually learnt many social niceties

They will often use charm in their repertoire of
avoldance tactics

They can seem exceptionally well tuned into what
might prove an effective strategy with particular
people

However this sociability appears to be 'skin deep’
which can be very misleading

Socially naive in many ways with their surface
sociability lacking depth of understanding

Leads to overpowering, domtneering responses
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OBSESSIVE BEHAVIOUR

» Strong fascinations and intense interests
are common in Autistic people - so this
criterion alone does not distinguish
demand avoidant profiles from classic
presentations

« However the subjects of fixations for those
with PDA tend to be social in nature and
often revolve around specific individuals

* This can result in blame, victimisation and
harassment, which can cause real problems

Ww% in the education system and in adult
ife

One teacher, writing about
Tom, aged five, described
how he, ‘is very attached to a
boy called Adam. He is only
interested in emulating
Adam'’s work and often talks
to him and ignores the
teacher. He will only eat food
if he thinks Adam is eating at
the same time.
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“Many of the children will take an outsider’s view
of themselves, addressing themselves or
commenting themselves. Autistic children can
seem to do something similar using echolalia,
but this is different:

LANGUAGE

* Some early language delay is common, Susannah uses both gesture and speech to
this seems to be dependent on their control herself from the outside.
overall intellectual m_u.;.ﬁv\ and part of If her mother smacks her bottom, she will smack
their ea lv\ D mmm~<.ﬁ< herself, and it almost seems she is more
responsive to her own smack than her mothers”
* There is often an accelerated ‘striking Newson

and sudden’ degree of catch up

o Less difficulty generally with eye-
contact/non verbal cues and
pragmatics of language

« Mismatch between expressive and
receptive language (links to surface
sociability)







DIFFERENCES BETWEEN CLASSIC AND EXTREME
DEMAND AVOIDANT PROFILES OF AUTISM

Children with EDA are less likely to: Children with EDA are more likely to:
X Have caused anxiety to parents v Resist demands obsessively (100%)
before 18 months of age v' Be socially manipulative (100% by age five)
x Show stereotypical motor v Show normal eye contact
mannerisms v’ Show excessive lability of mood and
x Show (or have shown) echolalia or impulsivity
pronoun reversal v' Show social mimicry (i.e. gestures and
x Show speech anomalies in terms of personal style)
pragmatics v' Show role play (more complete than
X Show (or have shown) tiptoe walking mimicry)
X Show compulsive adherence to v Show other types of symbolic play »
routines v’ Be female (50%)

“Although there are obvious differences from a classic ASD profile, our work suggests that those with
substantial features of EDA have similar levels of autistic traits to those without the profile”
O’Nions DECP debate
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INTOLERANCE OF UNCERTAINTY/| *

Newcastle University conducted research which found that IU
and anxiety were both associated with PDA behaviour in
children, and that IU was even more strongly associated with

PDA than anxiety.

They found PDA behaviour can be understood as an expression
of IU and anxiety in this possible hierarchy of responses:

Uncertain situation

\ 4

Attempt to control aspect of the situation to reduce
uncertainty

4

Withdraw to fantasy or mentally disengage (avoid)

\ 4

Loss of control over emotions and behaviour meltdown

e

—~i

.....
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AR PN

Me - Other Differentiation

The Socio Scheme
The ME placed in the world

‘l have come to
see PDA as a

failure to code In a physical sense In a psychological sense
social and . body scheme - me-
_om_,mo:m_. identity’ Bl bady Beundahles Other differentiation
and ‘that loss of —~ body functioning o wm_IBmmm.
sense of self must - sense of space
be seen as deeply = sense of time
destructive’ —~ social insight
Newson - empathy

— theory-of-mind
— social functioning
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“recognition of
this subgroup
with special
problems is

RESEARCH SAYS....

innovative and ‘a major challenge in clinical practice is that cases fail to
clinically respect diagnostic or conceptual boundaries, often
valuable” presenting a confusing or atypical picture’

b 8iGoutd, (O’Nion et al 2013)

“PDA is not just encountered in asd or odd or as a ‘separate entity’. According to my own
40 yrs of clinical experience, it is not at all uncommon in language disorder, adhd
(particularly inattentive subtype or add), selective mutism, school refusal, anorexia
nervosa, certain behavioural phenotype syndromes (inc. 22q11 deletion syndrome and
Marfan syndrome) and epilepsy. It is very likely, a label that would fit almost perfectly
with the phenotype of the Japanese ‘diagnosis’ of Hikikomori'. Pda is already a very real
clinical problem, not just in the UK but across the rest of the planet”

Gillberg, 2014
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IDENTIFICATION OF
EDA
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OVERLAP WITH OTHER
CONDITIONS

. nm_,mo:ms.w\ Disorders: Anti Social Personality
Disorder (ASPD), Narcisstic Personality Disorder,
Borderline Personality Disorder

e Attachment Disorder

« Oppositional Defiance Disorder (ODD)
¢ Conduct Disorder

e Callous Unemotional Traits

« ADHD __
» Attachment Disorder [ Conduct

. Disorder/Callous
The debate has been strong as to whether EDA is | Unemotional
part of the Autism Spectrum or whether it occurs Traits

.mpozmm.o_m ;l.E::mn,msﬁmﬁmﬁ:mo:msnoﬁm:ﬂmp
double’ or ‘triple hits’ to mv_mn_m_z. the EDA profile
such as Gore Langton and Fredrickson's suggestion
adjacent.
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A

CURRENT VIEWS ON
PDA/EDA
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UK GOVERNMENT REVIEW

The UK government have announced a review of services and support for autistic people is
covering autistic children as well as adults for the first time:

“The review will inform the new joint adults and children autism
strategy to be published in autumn 2019".

The review looks at several key factors - of most significance here:

« “improving understanding of autism and all its profiles, including
recently identified forms such as pathological demand avoidance

(PDA)”

“As part of this review, the government will collect evidence from autistic children and adults,
families, carers and professionals on how to improve services and support”.

“Supporting people on the autism spectrum or with learning disabilities
is one of the 4 clinical priority areas in the NHS long-term plan”.

https://www.gov.uk/government/news/government-review-to-improve-the-lives-of-autistic-children
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IMPACT ON LIFE
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PEOPLE WITH EDA SAY...

“PDA is irritating because most of the time | want to do stuff but something gives me the
urge not to. If | say ‘I'm not going to do it’ then | CAN'T do it because I've said | won't and |
can’t back down.

My new technique now I'm older is to think ‘try not say anything when I'm asked to do
something'. If | can stop myself saying | won't do it then | can leave my options open. That
means | can get used to the idea of co-operating and | MIGHT be able to do it”

FAMILIES OF THOSE WITH EDA SAY...

“It was a huge consolation to find a set of characteristics and criteria that seemed to have
been made for my child....after years of reluctant trawling through ASD diagnostic criteria
and really feeling that something didn‘t sit right, here was a tailor-made paper on my child”
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A DIFFERENT APPROACH

» Traditional Autism approaches ineffective
at best exacerbate difficulties at worst....

 The rules, structure and strict adherence
to routines that are often beneficial for
Autistic people may have a negative effect
in demand avoidant profile management

e Therefore while some renowned Autism
management strategies can be adapted to
good effect (i.e. visual supports), differing
strategies may be necessary and helpful in
EDA management

“There is a real coping problem here which has to be recognised. The problem is an incapacity
rather than naughtiness. “Being told” cannot solve the problem and nor can sanctions” Newson

i
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KEY PRINCIPLES OF POSITIVE BEHAVIOUR _h

MANAGEMENT FOR EDA
* High level of anxiety A mg_ogw _— Callous or seemingly
e L | uncaring
* Sensory difficulties ~ Behaviour _ C :
. p—__ :  Controlling
 Demand Avoidance & Thinking | _..””.l_ | e Meltdown or —Ums.ﬁh
* WO_.m _U_.mv\:\d@ o _,_ e Feeling ._"___ﬂ...,_ . m.ﬁ.ﬂmh_A
* Bossy Ry L e - Social/
« Need for control Communication
Physiology difficulties.

e Obsessions

e Fear of faullure
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PERSON CENTRED

« Good quality, robust, person centred
planning is vital in supporting those
with EDA profiles

« Highly individualised to meet specific
needs and develop full understanding
of specific responses and limits

« Should recognise the need for
preparation and planning but
understand the need for more
enhanced control and flexibility than is
typical for classic profiles
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CONSISTENCY OF STAFF/KEYWORKER

Be aware to avoid over-
dependence, have a
group of constant staff

» To be able to build a relationship of warmth and working with the

trust individual with EDA

» Good sense of humour
* Be able to stay calm and neutral

Characteristics of the ideal person to work with
individuals with EDA:

 Flexible “l remember the first time someone reached me
s Creative so that | wanted to try being truthful. He was
. Resilient F/.,??w.v«ém% earnest and genuinely keen to know how [/ really

. . /CE Q- felt. He was also respectful of me and saw good
.>U—mﬁoﬁ55_A03ﬁrm:Jnmmﬁ &lo/vb ﬂv ?5@Qum:_\_\mhm_\_\Q\wbsthmhmﬁhca\\

* Be able to show sympathy and vamﬁJ\%@ﬁKa@ Sally Cat
« Ability to self-reflect and stay regulated

%I/CE CoMN™ %
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LEVEL OF DEMAND
TOLERANCE S

ANXIETY LEVEL i

It is important to be flexible, insightful and recognise when demands can be
increased, and when they should be reduced.

As a person with PDA's anxiety levels increase, the level of demands
expected of them should decrease - the supporter’s dial should always be
working in the opposite direction to that of the person with EDA.
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« Humour can be a very effective
strategy at diffusing situations

* Use areas of interest to engage
« Building on strengths
 Use imagination and role play

 Novelty and spontaneity can work
very well

“Clinical accounts highlight the need for a range of strategies,
such that the child does not come to ‘see through’ a particular method”*
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COMMUNICATION TECHNIQUES

How we successfully use communication/language can be quite different for those with an
EDA profile

Being spontaneous, silly, inventive and ‘'mixing up’ our communication can prove effective
in engaging those with an EDA profile

Remember those with EDA profiles often use language effectively but may have lower
receptive language ability so check understanding/allow processing time as in traditional
Autism management

Use collaboration/collusion techniques “what our mission today” — be an ally rather than
an ‘enemy’ or a ‘boss’

Use the person'’s interests - using characters or toys can depersonalise demands and
appeal to the sense of novelty in EDA

Humour can distract/lower anxiety — be prepared to make fun of yourself

Use of indirect communication methods like post it notes, recorded messages, text
messages can prove useful — be prepared to switch methods to keep it interesting!

v
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AFFIRMATION INSTEAD OF PRAISE

« Remember that direct praise can be perceived as
demand

g. 'l like how those

* Indirect praise can be successful (e.g." /
than ‘'wow you're

two colours go together’, rather
great at art David

« However regular affirmation s important

* This can be achieved by taking an interest in what the
person with EDA is doing, or listening to them talking

» Showing them value with your time and your actions
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VISUAL
ey SUPPORTS

Visual Supports are often extremely effective
interventions in the management of Autism as you will
likely already know — but they often need adaptation in
EDA.

In EDA empowerment is the of utmost importance —
involving the person in creating daily visual routines, use
of contingency maps instead of traditional visual
schedules, multiple choice feelings boards.

It is essential that visuals are used in a flexible and non
confrontational way, that the person feels they do not
add a demand, but rather they are a collaboration
between the supporter and the individual.
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People with EDA and their supporters say....

If people encourage me it gets worse, but with time and space and others around me doing the
same things, | think it will get easier.

When things are depersonalised it is so much easier, so timetables it looks like everyone is
following together might be ok for me.

Making things fun is helpful too - | sometimes use apps to develop good habits

I like to know plans in advance but | also hate ‘routines’.
| find variety, flexibility, and being able to control things are important to me.

3

Living with a child on the autism spectrum will always be challenging, but having an
understanding of what motivates her behaviour is invaluable, we will no longer try to apply
traditional strategies for autism which were making her behaviour worse.
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