The « 1~
Cavendish/

School”]

Pathological Demand
Avoldance Profile

What is it? What does it really mean?



Introduction and my background

| am the class teacher for our class of pupils with demand avoidant profiles

| have specialised within demand avoidance and Pathological Demand
Avoidance, advancing my knowledge through qualification study, research
and experience in this field

My experience of working with children with PDA spans multiple settings
My own son has PDA

The purpose of this webinar is to support understanding of PDA and dispel
the myth that it is just bad parenting.






What do we mean bg PDA?

« Pathological: “extreme in a way that is not normal or that shows an illness or mental problem.
Obsessive or compulsive”

c Demand: “a forceful statement in which you say that something must be done or given to you”
“a strong need for something”
c Avoidance: “the act of avoiding something”

00 g}l_))A is ”jm anxiety driven need to avoid demands and to remain in control at all times” (Jane
erwin

Do we not all do this sometimes?
c So why are we all not diagnosed as PDA?

©oPDA is anxiety driven by people who have very low self esteem
oHow is PDA and DA different then?



Lets ¢co mpave

Pathological Demand Avoidance
coResisting and avoiding ordinary
demands of life

| arge reactions to seemingly
small triggers

\Will NOT accept any sort of
reward — these create anxiety

Demand Avoidance

coResists demands or situations
which may trigger anxiety or
sensory issues

Are more open to reasoning

\Will accept a “reward” for
compliance



-Many Possibilities
PDA+ Dyslexia + Dyspraxia
PDA+ADHD e

PDA + Learning Difficulties
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Demand = anxiety =  avoidance

& PDA Society 2017



where does PDA come frome?

©oPDA is part of the autistic spectrum. Not all people with autism have PDA
but everyone with PDA has autism. This is also the main difference with
Oppositional defiant disorder (ODD) as you do not need to have a diagnosis
of autism to have ODD.

©oPDA is extremely anxiety driven. Reduce demand and you reduce anxiety

PDA falls within the autism spectrum though many typical signs of autism
will not be seen

Behind a PDA person is someone who is anxietY driven and likely to be
suffering from depression, isolation and low self esteem due to PDA often
not being recognised.



Autlsm

o Compulsive adherence to routines — find
spontaneity hard to cope with

c Can prefer their own company at time

c May respond well to motivators and rewards
c Avoid eye contact

c Can be manipulated (vulnerable)

« More likely to experience a wider range of
emotions and understand them

c Experiences empathy and imagination in a
different way to NT children

PDA

o Resist demands obsessively

c Socially manipulative (control games)
 Normal eye contact

c Show role play

 Are more comfortable socialising in groups
c Not understand social hierarchy

o Excessive reactions very quickly (green to red
zones)

« May not respond well to rewards / rigid
behaviour management plans

o May communicate differently to typical
Autism

« 50/50 prevalence rate across male/female



Let’s explove demanos
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Swe% we can “solve Lt”
by just not giving a divect demand?

If only! There are 4 types of demand

c put your pencil case away
please

c Say “please”
c Do your homework

© Answering questions
« Following a timetable MORNING
c following rules, social etiquettes

c following personal hygiene
c |eaving the house

c Speaking

o Eating or taking medication

© Please can we have a clear
desk?

« |t’s time for you to....
c \\e need to.....
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The demands need to be reduced as much as possible and the PDA person needs to feel safe with other
people and the environment they are in to help reduce their anxiety. Only then can they move forward.



Ave there that maa "y denmanes?

| would like you to think about how you perceive your morning
routine.

Do you get up and follow a routine?
If your routine is interrupted how does this affect your morning?
Do you feel anything other than | need to get ready and go to work?

Now lets think about how the PDA child approaches their morning



Morning routine demanos

c An alarm clock or parent waking them up

o Expected to get up

o Expected to eat breakfast

c Expected to wash, brush teeth, brush hair
o Expected to get dressed

o Expected to remember their bags and lunch
c Expected to join in conversation

o Expected to get in a taxi

c Expected to leave the house



AlL of these ave demands

coEveryone has their own routine and different things will be seen
differently by each child

oSome will struggle to walk into the class
oSome will struggle to follow a heavily structured timetable
oSome will struggle with other childrens’ quirks

oSome will struggle with their teacher and TA’s



How may tmg react?

oEveryone reacts differently though the one similarity is the extreme of the
reaction.

coRemembering that a PDA child’s reaction is based on anxiety through losing
control have a think about what behaviours may be displayed.

Surface Sociability Need to fit in
Hyper-sensitivity to people Hyper vigilance/anxiety

Role playing Conforming / avoiding demands



Different types of Demand
Avoidance

Autistic Inertia Demand avoidance of the PDA kind

©Copyright Laura Kerbey and Harry Thompson



8 WAYS A CHILD'S ANXIETY
SHOWS UP AS SOMETHING ELSE 4 gpandeliering

Chandeliering Is when a seemingly
calm person suddenly flies off
the handle for no reason. They
have pushed hurt and anxiety

so deep for so long that a
seemingly innocent comment
or event suddenly sends them

straight through the chandelier.

1. Anger
The perception of
danger, stress or

opposition is enouvgh
to trigger the fight or
flight response leaving
your child angry and
without a way to
communicate why.

ANXIETY IS LIKE A BUCKET OF WATER.

IF WE KEEP ADDING STRESSORS

2. Difflcultg S|90Ping Fg;lt:ﬁtl?hfafﬁgim often so TO THE BUCKET, OVER

caught up im ther own tnoushts (Y IS TIME IT FILLS UP.

that they do not pay attention to
what is going on around them, 7 N
. Negativit
6. Avoidance ge Y
People with anxiety

Children who are trying tend to experience
to avoid a particular negative thoughts
person, place or task at a much greater
often end up experiencing intensity than UNT". UNE DAY
L |

more of whatever it is positive ones.
IT OVERFLOWS.

they are avoiding.

8. Overplanning

Overplanning and defiance go hand In
hand in their root cause. Where anxiety
can cavse some children to try to take
back control through defiant behavlor, It
can cause others to overplan for sitvations
where planning is minimal or unnecessary.

In children, having
difficulty falling asleep
or staying asleep Is
one of the hallmark
characteristics

of anxiety.
% —

3. Defiance

Unable to communicate
what is really going on,
it is easy to interpret
the child’s defiance as a
lack of discipline instead
of an attempt to control
a situvation where they
feel anxious and helpless.




Reactlons to scemarios

1. Trying to come into class but the teacher is not there

2. Completing their maths but they become stuck on a question
3. Another child is behaving in a different way to normal

4. They have been asked to try something new

5. They are going to a new place like a play barn or arcade that they would
normally enjoy



1. Trying to come nto class but the teacher Ls wot there

coRefusal to enter the room

coRetreating to another room

coRefusal to interact with friends or safe staff
oSwearing

Vjolent reactions through throwing things

“Masking” until the teacher returns and then the teacher will be treated to
any of the above

UNDERLYING REASON: All of these are due to the child losing the security
they normally have within the class so anxiety is extreme




2. Completing thetr maths
bt tlfleg become stuck on a question

coRefusal to complete any more work that day
«Flipping the table/chairs

cShouting at staff

Blaming the question, the question must be wrong!
coRemoving themselves from the class

coRefusing to even look at that specific topic again

UNDERLYING REASON: This is due to the low self esteem so struggling tells
them that they are “stupid” and reaffirms that they are no good.

This also heightens their anxiety



3. Another child ts behaving
L an unpredictable or difrerent way to usual

oRemove themselves from normal friendship group
cMay copy this new behaviour

\/erbally aggressive towards their safe person
cPhysically aggressive towards a safe person

UNDERLYING REASON: They may remove themselves due to not
understanding this new display of behaviour

UNDERLYING REASON: They may copy it as they do not know how to
disassociate themselves when they are meant to be friends

UNDERLYING REASON: The attack on a safe person will again be due to
anxiety so they are displaying that they are scared




4. They have been asked to try something new |

cThey will already know how to do it
«|ts useless so they wont bother
They will develop a headache/sore leg etc

Deliberately do it wrong just to prove they could not do it or that they
didn’t care

cMany other avoidance tactics

UNDERLYING REASON: All are to reduce anxiety, saving face just in case
they cannot do it.




5. They are going to a wew place
LLlee 0 ptag bavn or avcode that tmg woulol wormattg @mjog

coRefusal to get ready

cCause an argument where they think you will then cancel the trip
coRefusal to take part

«Develop pains/aches

oRemember they had something really important to do

UNDERLYING REASON: All brought on by anxiety over a new place,
different people, not knowing where toilets are, not knowing what
behaviours are expected,
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arogind "Although I'm ecting

angry whot {'m feeling is
terror, and afterwards |
dan’t remember what
I've dong™

It the wiorst form of seff-sobot

TIt's like my body has 2 contral c2ntres, one
5 my heart and ane 15 my broin. My heart
“It’s like o great wants to do something but my broin soys
big whoosh of

no, ond no matter how hird | try my brain
just won't fet ma dail. 1t's ke there's a
NO!™

froin, ond there/is o driver af each énd, both
drivers are pulling in.a different direction so
the train con't go onywhers, Jtjust stays
St it freezes ke me”

"Demand avoidance makes it
s (ike Fm ovording things
an purpase, bul | literally rove
no chaice in it whotsoever-301
prefer o coll @t demand
anxiety.”

“It’s like you're gaming and
you have the main
controller, and then
SOmetimes someone yanks
that controller oway from
you and vou fase control
and feel panicky,

"When people
spegk to.me inan
authoritative woy it
muokes me want to

punch them really
hard!™

"PDA is like trying to face your
phobias every waking moment! For
me it’s like belng in a
malfunctioning robot. Every button !
press has an opposite reaction (o
my intentions.”




Perspectives from those with PDA

A student from TCS
« “| just haveto be in control, that's the only way | can feel, kind of, right.”

« “|lt sometimes feels like there’s an argument between two sides of my brain and body, that makes me feel stressed.”

« “My PDA brain feels more important - it's like a burglar alarm that goes off when someone tries to be in charge, or control
me, or boss me around.”

« “When | hear a command, my brain goes into ALERT mode.”

« “] try to block out the voice of anyone who's telling me what to do, but if that doesn't work and I'm already feeling stressed |
sometimes can’t help lashing out. The disadvantage is, | can't always block out someone's voice, because | can hear
everything, so it's hard to block things out.”

« “If someone is telling me how to do something, it just sounds too nagging, and | feel like kicking them.”

00 ‘I‘:I)n?jtrtucctiioqs are really bossy. When | saw the instructions for how to build it [a toy robot], they were too bossy, so | gave it to
ad to do.



Perspective of a parent
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PDA and Family life




PDA and Family life

Things it’s important to know

A child with PDA is in a constant state of anxiety and hypervigilance and has a very sensitive threat response
system.

They have an extremely strong anxiety-based need for autonomy and any threat to that feels like an attack.

Demands are many, varied and cumulative, and include many things we don’t think of as demands.

Children with PDA tend to be very good at masking their difficulties.

* Someone with PDA sees everyone as equal; there is no understanding of authority and social hierarchies.

Basic needs of a child with PDA include: freedom/Autonomy; control; equality in every relationship




PDA and family life

Making it work for us

A relationship of trust.

e “The opposite of anxiety is trust.”

* Demand avoidance is can’t not won't.

* Being controlling and avoiding demands are protective instincts, trying to preserve autonomy in order

to feel safe.

A totally different mindset and a different way of relating to each other.

* Ensuring everyone’s needs are met.




PDA and family life

Making it work for us

- Low arousal and low demand parenting:
* Doesn’t mean no boundaries and no demands!
* Pick your battles: what are our priorities? does this really matter?
* Keep rules to the minimum necessary and agree the, together.

* Coping budget.

* Negotiation, collaboration, choices, compromise where possible, and giving valid reasons.

* As much autonomy as possible.
* Present demands creatively and carefully.

 Child’s own priorities: intrinsic motivation; what’s in it for them?

* Flexibility!

* Experience and natural consequences




This may require you

BE FLEXIBLE! Set minimal
PDA children (essential) to consider your own
need flexibility boundaries, keep triggers and beliefs
and need to be routines flexible , based on cultural and
made to feel in guide rather than societal expectations
control tell
Sowme advice from
, PICK YOUR
a Ve V\/tg O PDA 6 Y‘S Techniques to demonstrate BATTLES! DEPERSONALISE
empathy include: Al Garre stk RULES:
Mirroring (copy verbal / non-verbal i) b eg. "Itsa
behaviours e.g. arm position what really Health and
mat Safety rule”

Asking what happened ("Would you
like to tell me about it..")
Listen and validate by repeating
back their words
e.g- 1 know you hate cleaning your
room, |used to hate deaning my N
room too. How about we clean it Identifying your
together?” own triggers

¢ and coping
SHARE THE strategies will
help you to

what

DEMONSTRATE ol
e.g. “Let’s tidy » remain calm

EMPATHY FIRST
before taking any
other action. This together”
will help the child to
feel heard and REMAIN CALM: Have an
support you to any change in exit
reconnec ' a;:!ede CREATE SPACE your tone of voice Sc::itoe:gl
Stistion Children with ASC or body language Sl
/ PDA can find it may be seenas a
hard to regulate demand
their emotions -
make sure they

your room

PLAN AHEAD S i;':ce
anticipate what they can go to USE HUMOUR!
may be tricky for When you feel the
our child? o \
|denyt‘f D MONITOR YOUR t;nsuon rnimgftr{
1
1Tying trigg CHILD'S STRESS ma mg.ajo e, funny
in advance means (E 2 7 expressions, a silly
you can plan P : walk etc — humour is
strategies in R N a great distraction
advance S S and de-escalation
A tool




How can We M@Lp?
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5} Over riding theme is anxiety!

1

So strategies need to focus on this



Facilitate as
much
control as
possible

Be
adaptable

Make them
feel safe

Talk to them
maturely

Strategies

Be willing to
compromise

Remove as
many
CEINERINES
possible

Sanctions or consequences may feel unfair
when behaviours are a question of “can’t”
not “won’t”, and may appear controlling
when not directly related to the behaviours in
question (e.g. what connection is there
between not being allowed on electronics
and being mean to a friend?) - they tend to
lead to confrontation and escalation.

Natural consequences which flow from behaviours
(e.g. a friend not wanting to play or not being able to
watch TV if it got broken during a meltdown) enable
lessons to be learned in a more realistic way. When
everyone is calm, discussing ways to avoid difficult
situations from arising in future is another way for
natural consequences to unfold.



Frlemdtg classyoomn structure

c Minimal visuals

 Loose schedule on the board with elements for control integrated

« \Work set-out to enable a compromise on how many questions/which questions they can do

c They have a say in their seating (this is true of all of our classes)

c Clubs at lunchtime in Tajiri class if they want

c Rewards time on Friday is Tajiri club except for those who choose a differing activity e.g. Dungeons and Dragons

 [ndependent work is to their own level to ensure success each time, new academic progress is made through
discussions and questioning before application to written devices

c Appearance of freedom — we allow them to take control of their own education within our construction.



Wwhy LS Lt different?

« Visuals are a demand which are therefore Anxiety inducing

« Timetable is a heavily structured demand. Schedule allows them to work when they are ready within our
requirement of gaining an education.

« |f they can show they can do something then they will show you a couple of times only if you are lucky before
it is pointless in their minds

c Having a say with seating reduces anxiety and gives them control

« Rewards are a demand of expected behaviour. Remove this altogether and they have a relaxed time in a safe
space with usual friends

c \Work with permanence needs to ensure success each time to help boost self worth until they are able to
manage more challenge.

 Allowing them freedom of control reduces anxiety so more open to suggestions



How You can help supporting aolults

o Sometimes the strategy is planned ignoring — this is to allow the child time to have reduced
demands, sensory input and to manage their inner thoughts.

o Ask if they would like any help and if so what

« Do not have dialogues about the behavioural communication of the child in front of them, this
heightens them further when in a hyper vigilant state.

« |n school, please do have open dialogues outside of the event in order to increase knowledge and offer
support and ideas

c |n public this might not be possible, but a supportive gesture or cue so they can let you know may help
more.

c Understand that all children are different and Teach your child to understand and celebrate
differences — We all have a role to play in our world and all our contributions are unique

© Be supportive



How can You nelp the chilol

« Stay calm, don’t match arousal levels.
« Listen to what they are saying and really listen
c Be ready to compromise or even give in

c Sometimes just sit in silence. Anything you say may delay the ability to regulate and input could prolong or
further heighten them

c Once they are regulated, move on with unconditional positive regard, until they are ready to revisit it
c Be consistent, consistently.

o Always start every day with a smile.



Moving forward

cThe PDA child does not view the future in the same way as
neurotypical.

cTabletop scenario

co[|timate goal?
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My daughter is not naughty
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