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PDA Society, 2018

1,445 parents, professionals, adults 
with PDA and their partners or family 
members.
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Carlow 5
Cavan 1
Clare 3
Cork 12
Donegsl 2
Dublin 89
Galway 15
Kerry 2
Kildare 18
Kilkenny 4
Laois 1
Leitrim 1
Limerick 8
Mayo 2
Meath 8
Offaly 5
Roscommo 4
Sligo 4
Tipperary 8
Waterford 4
Westmeath 6
Wexford 14
Wicklow 15
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Age group of CYP in family   % N=

Pre-school (under 5 years) 5.14% 13

Primary school (5 - 12 years) 60.10% 155

Post-primary school (13 - 18 years) 25.30% 64

Further education or training (16 years+) 2.77% 7

Higher education (university) (18 years+) 2.77% 7

Part-time employment (16 years+) 0.79% 2

Full-time employment (16 years+) 0.00% 1

NEET (16 years+) 3.95% 12

Demographics



Practitioners
Professional role %

Psychiatrist 0.00%

Clinical Psychologist 7.32%

Educational Psychologist 12.20%

Psychotherapist 2.44%

Speech and Language Therapist 14.63%

Occupational Therapist 9.76%

General Practitioner 2.44%

Guidance Counsellor 2.44%

Teacher 19.51%

Social Worker 2.44%

Counselling psychologist 2.44%

Other (SNA, nurse, support worker) 29.30%

N=54 practitioners completed the survey.

71% work or have worked with CYP or adults or adults 
who present with a PDA profile.

Specifically, primary school age children (66%) and post-
primary school age children (49%.

Less than 25% reporting that they work with Early Years 
or Adult populations. 

85%  were closely associated with education placement 
or contexts, with only 12% working within clinical and 
diagnostic contexts.



1. Awareness, acknowledgement, acceptance and understanding

The most frequently cited barrier to 
support was a lack of understanding 

regarding PDA and its meaning
(70% of n =  186).

Supports findings from PDA Society 
(2018)

71% of n = 79 adults and
70% of n = 1194 parents.

Failure to discuss / listen to your experiences 80%

Difficulties with explaining challenges or asking for help 60%

Lack of acceptance of PDA as a valid profile 60%

Suggestions of attachment issues / upbringing as a key 
cause

30%

Refusal to fund/provide a service with PDA expertise 20%



“We have been seen as bad parents in the past and 
struggle not to see ourselves as bad parents when we 

cannot guide our child away from harmful or detrimental 
behaviours. It takes apart your sense of self-worth and 

confidence.“ (Parent, survey)

At first I was horrified but then I kept listening to 
people who blogged and it made so much sense to 
me. I have told him that this could be same as him, 
but he does not want to know. But it is so helpful 
for me. (Life partner, survey)

The social services area psychiatrist who had 
seen me for about 20 minutes some three 
months prior to signing the [involuntary 
section] order, and never saw me again until 
after it was signed … A young locum General 
Practitioner who had seen me in 
considerable distress for no more than half 
an hour the night before … A social worker 
who had only met me once in his life, six 
months before when he was called out over 
Christmas to bring me from one place to 
another place.  (PDA Adult)



37% believed that they had a 
good understanding of the 
presentation of PDA.

32% stating that they had some 
understanding

22% no understanding of this 
profile. 

34% use a diagnostic terminology 
associated with mental health.

PDA
PDA profile

Demand avoidant behaviour
ODD
PDD

Conduct Disorder
Extreme Anxiety

Panic Disorder

0% 10% 20% 30% 40% 50%

We tend to use functional assessment to describe 
the purpose of the behaviour rather than go down 

a diagnostic labelling route.
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Ascend programne

Education Centre courses.

SESS

KITE Services Kilkenny

Studio 111

Cara autism training

NEPS

AsIAm and CPD in same eg behaviour / anxiety…

Middletown Centre for Autism

Talks by professionals in the UK

Discussion with psychology colleagues

Prism / Prism PDA conference

Googling / reading material

None

PDA Society

What PDA training / resources are available to you? 

“I feel I have a good 
understanding as I have 

independently researched 
this myself, but I have had 

to educate other 
professionals, and I would 

say this presentation is 
almost unknown, even 

among professionals 
working specifically with 

people with autism.”

Practitioner



2. Journeys to assessment and diagnosis

“We had to take him with 
us, and his behaviour was 
that bad that they literally 
signed off on him, without 

asking us a single question.“

“That became the pattern 
with every appointment we 
had… he wouldn't answer 
questions, he just refused 

point blank to go in the 
room, so we'd wait 6 

months for an appointment 
that was pointless.”

Parent interviews

N = 119 parents reported their child fit the PDA profile 
but did not have a diagnosis.

N = 61 parents reported their child had extreme 
anxiety and intolerance of uncertainty or had similar 
PDA profile without a diagnosis . 

Of the N = 185 who responded that child had PDA 
profile / behaviours in some regard, only 25% had 
received a formal diagnosis.



“If the diagnoses was included in the 
DSM and ICD classifications, then the 
diagnoses would have more traction 
with clinicians and this would trickle 

down into the school systems as well as 
the adult ASD systems. 

This would ensure statutory recognition 
and henceforth more formalised 
training from the HSE and other 
statutory groups to alleviate the 
responsibility of dissemination of 

information which currently rests with 
the community / voluntary sector.”

Psychologist Year head

Guidance Counsellor

Deputy Principal

SENO

Educational Psychologist (NEPS)

Special Needs Assistant

Educational Psychologist (private)

Resource teacher

Principal

Class teacher

Nobody

0% 10% 20% 30% 40% 50% 60% 70%

Which of the following education professionals 
that you have met accept that PDA is a profile of 

ASD, and is a useful descriptor?



3. Access to education and health services

“They send him back to 
disability services and the 
disability services aren't 

equipped to deal with mental 
health… 

they'll send him to mental 
health services, and mental 

health services aren't equipped 
to deal with both the mental 
health and the disability …

and that is very, very, very 
common in Ireland.”

Parent

I can't keep bringing my child 
to that man. 

“Why won't you sit in the 
chair? Why won't you do 
this?” and I'd say, he has 
autism, he has PDA …

”So, why won't he let me 
weigh him? Why won't he sit 
here?” And then at one point, 

he actually physically lifted 
him and put him onto the 

weighing scales, and of course 
my son just lost it…

Parent



4. Approaches and interventions



“Allowing the student to take 
ownership of their support and 
allow them to set a time limit 

on how much support they 
need. This can be a long 

process of relationship building 
and trust.” 

Psychologist

“Art therapy was very 
helpful but my love of it is 
just another demand I put 

on myself so I struggle to do 
it.”  

PDA Adult

“I would stress that this condition is a 
demand avoidant behaviour which is 

rooted in an anxiety-based need to be in 
control. In addition I would highlight the 

fact that the child's needs can be complex 
and not easily visible. And that the child 
needs to build trusting, supportive and 
caring relationships with key workers. I 

would advise other professionals to avoid 
stating who's in charge or engaging in 

confrontational situations and to 
depersonalize from their authoritative 

stature in such events. “

Education practitioner



Parents

Health:
86% impact on emotional health

78% impact on their mental health  
78% negative impact sleep. 

59% an impact on their physical 
health.  

Relationships:
78% indicated negative impact on 

relationships between 
parents/carers

85% that this was having an impact 
on family dynamic. 

5. Education, health and life outcomes



“He is isolated and lonely as he is in a 1 
on 1 situation now. He does not see the 
point in school without other children.”

“And some days he would be in 
uniform and at the front door, and 

then freeze. And really not be able to 
go further…”

“… hardly leaves our house. Is unable 
to attend school due to huge anxiety 

and a feeling of loss of control.” 

“Visits psychologist regularly because 
of PTSD from attending school in 

Ireland.”

Ireland data on school exclusion / reduced 
timetables for autistic children is not formally 

captured by TUSLA, NCSE…. 



Parent / carer reports of challenges 
indicate a significant and complex 
interplay between sensory / cognitive / 
behavioural factors..  

For example, the relationship 
between: 

sensory issues (81.42%)
need to feel in control (81.82%)
severe anxiety (78.26%) …

… may be impacting difficulties with: 
daily routine (67.59%)
school attendance / refusals (52.57%) 
and problems sleeping (56.52%).



Children who had a greater need for control …
… were significantly more likely to have school avoidance 
issues



“It's like a constant battle inside my 
head to try to get things done, right 
now I'm holding down a job and doing 
ok in my career, however I am terrified 
all the time of messing up, getting 
something wrong, not understanding 
something, or being unable to perform 
at work and getting fired. 

“It’s anxiety driven, it’s out of our 
control, it’s who we are, it's not a 
choice being the way we are, and 

it's difficult to live with.”



6. Challenges and triumphs
PDA adults

Living.

I am not coping at all. Everything I have loved 
over the years has slipped away from me. 

Not being able to control other people and 
people that lie and being too trusting and 
thinking the world is full of good people 
when really it's not. And all the 
contradictions and rules that make no sense. 

Losing everything I have ever enjoyed 
as I have sunk deeper into not coping 
with life.

The online #actuallyautistic 
community has saved my life.

I often feel a prisoner in my home.

Having to relinquish control to other 
adults for some aspects of my life.
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Access to suitable education placements
Long waiting lists

Getting a diagnosis
Blaming parent attitude or approach

Burden of seeking and financing diagnosis and intervention
Self-care and hygiene

Worrying about future life after school / as an adult
Keeping the family together
Getting them to accept help
Having no life of one's own

Balancing the needs of other children including those with with…
Managing and supporting depression and anxiety

Frustration and stress over making small decisions or meeting…
Controlling behaviour

Constant and relentless demands
Managing personal relationships, friendships and social contexts

Unpredictability and related states of high alertness
Getting my child into school

Getting through daily life which is a constant battle
Effects on siblings and other family members

Violent, aggressive or shocking behaviour
Managing you own exhaustion, stress and mental health

Lack of awareness, recognition, understanding, and support

Challenges for  Parents / Carers

“The incessant emotional and 
physical drain of being 
constantly locked in battle with 
someone who is capable of 
inflicting great harm on all 
members of our family. The 
dawning realisation that this is 
forever.“



Their own frustration

Adaptive functioning and independence

Providing appropriate school environment

Learning how to manage school

Being sure tjhat it is the right diagnosis

Verbal / social contradictions

Working with the absolute need to control

Defiance

Avoidance of reasonable demands

Indiviualising  responses

Effects and consequences of meltdowns on self and others

Sense of self within the spectrum

Aggression in response to demands

Lack of consistency in management

Using strategies that run counter to usual ASD

Sensory dysregulation

Attendance at / Avoidance of therapies and support

Understanding what is causing the anxiety anf avoidance

Unpredictability e.g. mood swings

Lack of awareness and knowledge

Challenges of working with PDA CYP and Adults

“The fact that you 
frequently need to use 
strategies opposite to 

those which usually 
work with children 

with other ASD 
profiles.   Lack of 

recognition of the 
diagnosis by other 

professionals 
(psychiatry).” 
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Finding an empathetic and autism friendly education placement

Support from other parents

Achieving employment and being happy in his work

Receiving a diagnosis

Seeing progress in schiool due to right supports

Managing to stay in school

Providing safety and comfort to our child

Observing determination and tenacity in my child

Developing self-awareness and self-management / coping

Knowing that we have helped with development and academic…

Unconditional love

Having a relaxed and happy child

Achieving tasks that they may have avoided

None

Understanding our child more and learning from him / her

Seeing progress via interventions / strategies

Enjoying our child and his / her unusual qualities and company

Triumphs and Rewards

“When he walks to the 
car that takes him to his 
monthly respite group. I 
am overwhelmed by 
how far he has come, in 
not only leaving the 
house, but despite 
feeling anxious, 
walking out to the car 
of his own free will.”



Strategies that work in services, healthcare and education

Relationship building. Pick your battles.  Acknowledge and validate emotions. 

Calm voice. Non-threatening body language, down on one knee below their eye level,  ask them what the 
next  procedure is give them control.. like when entering a class, you ask them what happens next, let 
them suggest they need to take out their books and tools for the class. 

Relationship work led by child. Developing strategies to manage anxiety and coping skills providing 
choice within activities, keeping activities fun whilst working on skills. 

Allowing the student to take ownership of their support and allow them to set a time limit on how much 
support they need. This can be a long process of relationship building and trust. 

Enthusiasm, play, vocal change, and being able to accept that we have to adapt our presentation of 
work.

Using "I wonder"... rather than direct requests. Referring to the law/ external rules for the child having to do 
things (rather than me personally expecting the child to do something).   Seeming to ignore the child.  

Giving choices and discussing the outcomes/consequences of choices and behaviours during calm periods. 



Building very strong relationships.  Giving a fresh start at various points during the day.  Using language where child 
is asked to help - I wonder if this would be a good idea- working alongside the child and allowing them to join in at 
their own pace rather than demanding them to join in- choosing what rules you must enforce and what you can be 
flexible with 

Knowledge of PDA and an in depth understanding of the individual child. Building relationship with the family and 
school team.    

Trust - relationship, time, acceptance, understanding....  knowing the individual - focusing on interests, strengths, 
there is a positive in every experience, even if we have not figured it out yet.

Rephrasing what we want him to do, from facts like 'it's time to wash your hands for lunch' to a conversation about 
being hungry, would you like to help me tidy up, tidying up makes my hands feel dirty, l'm going to wash my hands 
now, l love how the soap and water makes my hands feel and smell nice. 

Low-demand approach with lots of flexibility. Encouraging parents to take time to practice strategies. Encouraging 
teachers to evaluate the level of demand placed on child. Really beneficial to encourage a school and parents to 
adopt a team approach. 

Fortunately I work in a service where i can take as long as needed to build a rapport, and I think that helps. Clear 
boundaries, some motivational interviewing techniques, reduce anxiety by being clear about what is happening 
etc
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