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Help for Autism and PDA

(the fight, flight or freeze response).

Chronic stress (and note the use of the word ‘chronic’) can lead to structural changes in the
higher regions of the brain associated with emotion control, problem solving, and learning.
An overactive ‘fight, flight or freeze’ response can also leave the child fearful and hypervigilant.

Children exposed to early ‘trauma’ often have digestive issues, sleep issues, sensory motor
issues, hyperactivity, and are impulsive and irritable. They frequently display difficulties with
emotional regulation and experience cognitive difficulties, such as in problem solving, planning
and sequencing. They will also display cognitive rigidity and difficulties with play. They are also
likely to experience ‘sensory over-responsivity’ and will react badly to touch, light and loud
noises. They may also have problems with proprioception — knowing where their body is in
space.

It is easy to see how this kind of difficulty — known as developmental trauma — and Autism and
PDA can easily be confused.

However, a great deal of research and work has been carried out in an attempt to put together
diagnostic criteria for, what is now being referred to as, Developmental Trauma Disorder, and it is
vital to get the message out to clinicians who are assessing children that the proposed criteria are
VERY clear. There must be evidence of exposure to ‘multiple or prolonged adverse events over
a period of at least one year’. This means repeated and severe domestic violence; significant
disruption of caregiving, repeated changes of caregiver, or exposure to severe and persistent
emotional abuse.

Some children do, sadly, experience this level of trauma — | have seen it many times in my own
clinical work. Children who have had an unfortunate start in life do display behaviour that looks
very much like Autism, and more particularly PDA. But, it IS different.

Many people, particularly clinicians and social workers, will have come across the Coventry
Grid. The Coventry Grid was initially put together by a group of clinicians in Coventry CAMHS in
the early 2000’s and subsequently discussed with the West Midlands Regional ASD Working
Party (which | was a part of) before being written up by a Clinical Psychologist called Heather
Moran and published in Good Autism Practice in 2010. It was revised in 2015, following Heather’s
involvement with a group of Speech Therapists working in the youth justice system. It provided a

https://help4psychology.blogspot.co.uk/
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It is the beginning of September again and parents all over the country are preparing
for the start of the new school year. For some parents though, this is a time of
increased stress, or even weary resignation, that once again they will have to face
the daily battle of encouraging their child into school. For others, getting their child
into school is a distant memory. These are the parents who have either made the
difficult decision to home school their son or daughter, or have children who have
voted with their feet and become ‘school refusers’.

Some of these families will have a diagnosis of Autism or PDA for their child, and
others will not. The issue of a PDA ‘diagnosis’, or even a description of PDA as a
distinct behavioural profile, remains contentious. Parents over the summer have
reported that their local CAMHS team, or Local Authority, have ‘not accepted’ the
PDA description given to their child because ‘it does not exist’ or ‘it is not in the
manuals’. Autism was not included in the DSM until version 3 which was published
in the 1980’s! That certainly did not mean that prior to 1980 Autism did not exist.

Unfortunately though, this rigid sticking to ‘what is in the manual’ is potentially very
detrimental to children and their families. What may have been stated as a difficulty
in formally diagnosing a condition which has yet to be full researched, by a perfectly
well meaning CAMHS clinician, is often interpreted, Chinese whisper style, as ‘PDA
does not exist’. When this then feeds through to school teachers and SENCO’s it can
lead to tense situations between school and parents. This can leave many families
facing a struggle to ensure that their child is appropriately supported in the
classroom.

But what about those children and young people with PDA who are home educated,
or simply refuse to go to school? Clearly some thrive and do very well away from
the social pressures, and sensory overload, of school. Others do less well. I have
become aware of an increasing number of young people, who are effectively ‘un-
schooled’ to the point that they spend all day, every day, in their bedrooms, playing
computer games or watching YouTube. Some become so socially anxious that they
rarely go out of the family home. This can, and does, continue well into young

https://help4psychology.blogspot.co.uk/
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HnuIsuay, 11 way cuir

Autism, anxiety and the impact upon parents

This article is about Autism and anxiety. Research suggests that up to 85% of
individuals with Autism will suffer from anxiety. A child with Autism is twice as likely
as a neurotypical (non-autistic) child to experience anxiety. A significant number
will suffer from extreme anxiety — to the point that it affects not just their life but
their family’s too. Some children are too anxious to attend school or social events. I
am not talking here about reluctance to go to school, or a mild feeling of anxiety
about a new challenge or situation, I am talking about complete meltdown and panic
attacks at the thought of whatever is asked of them. In our clinic we have even
seen children who are so anxious that even the mention of school sends their anxiety
levels off the scale. This type of anxiety is debilitating. We always say to people,
visualise the worst situation you can possibly imagine being in; one where you feel
under threat or completely overwhelmed. Luckily, for most of us this only happens
from time to time. For children (and some adults) with Autism this can happen
every day of their lives. It is no wonder, therefore, that some will do anything
(including hitting out or trashing the house) in order to escape from this feeling.

However, in this article I want to talk specifically about the impact of this anxiety
upon parents who are often struggling to deal with the fallout. On a daily basis, we
see, and receive emails and telephone calls from parents who are quite literally
broken. Loving and caring parents who are experiencing what amounts to domestic
abuse every day of their lives, parents who report symptoms of trauma (flashbacks,
panic attacks and intrusive thoughts). Very often these are mothers who have had
to give up everything - career, friends, dreams of their own, in order to provide care
and support (and quite often schooling) for their children. There is no easily
accessible support for these parents. In desperation they visit their GP (sometimes
repeatedly) and ask for a referral to anyone, anywhere, who might be able to help.

Instead of support though, they find that they are criticised and talked about in the
classroom and by other mothers in the playground and, sadly, even some
professionals. ‘I don’t know what the problem is, he/she is fine at school’, ‘if he/she

https://help4psychology.blogspot.co.uk/

6/18



8L/L

ino2jodsBoig ABojoyohsdydiay)sdiy

éueawl spuewsp buidnpad, se0p 1eYp 341 |BWIoU,
e ul abebus pue wooipaq JiaY] JO INO SWOD J9AS ASY] [IM ¢INpe ue Jo Jabeuad
B 3Wwooaq A3yl usym pliyd eyl o1 uaddey |m JRYA ¢|OOYDS SWOY NOA 0s ‘Bupjiom
jou s| Buljooyds |ewlio) ‘usJp|iyd SWOS Joj Jeyy 3daddy ¢,Spusly, Suljuo wol) jede
duoje ‘Wool paudjlep e uj sinoy 1oy Aejd wayl 19| NoA 0s ‘AiS11eq |e120s J1ay] abieyd
-394 A|9AI3084J9 pue puImMun 03 SWI3} SPaaU WnJ3oads J13sSiINyY 2yl uo PIIyD e 3jeys idsooy
¢0p noA pinoys jeym ‘jooyss 031 Buiob inoge Bujuiow AloAs umopipw 939]dwod
B sey 10 X0g-X ay3j uo unoy bupjem AlsAs puads 0] sjuem pue Snoixue s| pjiyd InoA JI
'152q 2y3 10J Op 03 J1eUM JO SuWLIS] Ul ydep ayj ul noge Buljquinis ale Ayl ‘uonippe ug

"Us4p|Iyd J13y3 Ul suoiloesd pue Jnolaryaqg suwes ayl ALDv X3 buiodad
9Je ASYL "uOISIA9Ie) Byl uo swwelboid e USSS 4O ‘JBulsIUl DY) U0 BulyIPWOS
pesaJl sAey oym sjualed jou aue 9sayl “Je[iwis A[geA3ljSqun aJe S3LI0IS JIay] 1ey) SI
Buijjadwod os si jeym pue eoLBWY JO SSILIS pPajuN 3yl pue adoing Jo sped |je ‘jseg
SIPPIIN ®Y3 Se p|aiye Jej se wod) syusied uass aaey sz “sjuaded Jo dnoub tenoiued
SUO 0] pauUljuod JO SjUSPIdUl P3IB|OS! JoU SJe 3S3Y3 eyl 30U 03 juepodwi S I

‘ued Ayl 3s9q se 3 Yyim uo 126
031 Ya| Aldwis pue psjoddnsun pue pajeaJjun aie 1soly  ‘passaldap ‘AjBuisudinsun
10U ‘pue N0 pauing ‘paisneyxs uslo aie Asyl Ing ‘aininy s|qissod 3saq a1 sey ays
10 3y aJns axew 03 Juem Asy3 moy pue pjiyd Jiey3 9A0] A3Y3 yonw moy sn [|9] ‘ooey
9Aelq e uo Ind pue A1} Asyl ,s||aysbbs uo Bupjem, 10 ,06ps ajux & U0 Bupjem, Se
3 9quIsap Auely ‘uoisojdxe 3xau ay3 Jo) Bujiem ‘BUI0y 18 US|e 2yl U0 A]JURISUOD aie
Asyl -Bupjeys Ajjesa11| 93inb 21Ul 1o je SALE sjusled 9ssy] 1BY) JSPUOM OU sl 31

&341U3 B Y3M pauwlie 100p ayj 3e J9stay 40 Wiy saydune|
PIIY2> JnoA 3jiym (Woodyieq syl ul USIP[IYD JBY30 INOA pue) J|9SINOA 20| 0} Si
Adny Jo |1eq siy3 wody adedss 03 Aem AJuo a3 319ym JO ‘329U ISy JO SIYy punod aJanjehy)
B S31] 10 ‘BJIU B UUM J|9S43Yy JO Wiy ge3s 03 Suajealyl pliyd ay3 aJsym doejne diued
UMOI|g-[InJ B sSwo0daq BulAid Ji Jeym pue 31 19A0 396, 3snf 3,uss0p ays Jo By JI 1_YM
"Al 49A0 396 U00s |IIM 3y ‘AID 031 Wiy SARIT, ¢SINOY 40y UO S206 YdIyM uMopjRW

VAd pue wsiny 1o} djaH

8L0g/vL/S



5/14/2018

Help for Autism and PDA

there was no TV or social media. There is also little research about what happens to
adults on the spectrum, particularly those with PDA.

Many of the parents of children we see at our clinic often say they recognise features
observed in their children in themselves. Some report that life got easier once they
were in charge of their own destiny and not subject to endless demands from
others. Others simply said that they grew out of the extreme behaviour and found
ways to manage their anxiety. Others have not been so lucky and may be the
absent parents, and those who have experienced some form of breakdown. What is
very clear is that teachers, mental health professionals and those involved in policy
making, cannot simply continue to ignore this problem. Parents cannot just be left
with no support for themselves or their children. Without appropriate diagnosis and
intervention strategies, the problems experienced by these families can only get
worse. There is no point in trying to sweep this problem under the carpet, continue
to blame parents or question their stories when they do seek help. There are some
children who simply cannot respond to a ‘Supernanny’ approach to discipline and
child-rearing, and they, and their parents, need support and understanding now.

For details of our services surrounding anxiety please head to our website
at https://help4psychology.co.uk/anxiety.html

Posted by Help for Psychology at 02:51, 5 comments: G+

Thursday, 30 March 2017

Missed or delayed Autism and PDA diagnoses

This article is equally applicable to both boys and girls. In the course of many years
of clinical experience I have learned that boys can be just as good as girls at
‘masking’ their difficulties (particularly those who have the Pathological Demand
Avoidance profile).

hitps://help4psychology.blogspot.co.uk/
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sympathetic towards the difficulties they face. I know how stretched they are and I
am fully aware of the number of children (with and without Autism) who have very
serious mental health difficulties. It is a constant challenge to juggle available
resources and time. Prioritising who to see is a nightmare.

How can this be done fairly? What may not appear to be a ‘serious’ mental health
condition or a ‘serious’ level of challenging behaviour can change in a moment, and
can quickly become a crisis, leaving parents and young people, struggling to cope.

Also, another argument for the benefit of providing intervention and support before
crisis point is reached, is the huge cost (both financial and emotional) of managing a
young person in inpatient services. There is a national shortage of adolescent beds
throughout the country and young people often have to be accommodated in units
many miles from home. By this point, things may have got so bad for them that
they are self-harming, presenting with extremely challenging behaviour or are even
suicidal.

Once in hospital, there is also no guarantee that they will be lucky enough to be
treated by staff who understand Autism or who have the expertise to provide the
modified intervention approaches needed by young people on the Autistic Spectrum.
On top of this, once discharged from hospital, it can be very difficult to arrange
follow-up support.

So when professionals (as cited in the article by Tracy Elliot entitled *Why timely
diagnosis of autism is important’ — cerebra.org.uk ) state that reducing waiting times
for Autism diagnosis may not be a ‘priority” for the NHS, this seems to be extremely
short sighted. Surely ensuring that children and young people are assessed and
diagnosed in a timely manner would ultimately save the NHS huge amounts of
money? In addition, it would also save young people and their families from
enormous emotional upset and confusion. The sooner that families know what they
are dealing with, the more likely they are to use the right strategies and the young
people themselves will know that they are not ‘odd’ or ‘weird".

https://help4psychology.blogspot.co.uk/

10118



8L/LL

pin-097j0dsBo|q ABojousAsdydisyysdny

Adosuas jueoyiubis @3nb aAey |IM wWnRRdSs D13SIINY 243 UO USIP|IYD AUB ‘9jeS aJe
USJ4Pp[Iyd 439Y3o 3y3 pue noA jeyl 0s wood ay3 Jo Ino noA 386 03 sal Aj|nidjay suoswos
‘uiod siyl 3y “esudins Aq (9s|9 2UOAISAS pue) NoA saxe) uopeisnyy pue Jabue
40 uoisojdxa 4noA os “quiod eyl 03 Huileb a4e noA usym Buppou e poob jou aue
noA ey auibew osje Inq (¢3uiod swWos 3B S|y} BUOP ||B am J,usAey) |elAL] Apualedde
Buiyzswos 4sA0 )1 Buisol, dn pu? ||IM NOA pue siyj sbeuew J0uU ABW NOA SawIaWos
"Aep Alaas “Aep |l — ul [|e 31 p|oy NOA OS AJSIXUB JO [9A9] SIU3 MOYs 03 9jqeidadoeun
Alleos si 1] jey] ‘|aAs| awos Je ‘mouy noA Aep Aisas jeyl suibew ey Jo doj up
‘looyas 03 Buiob 3noge 3uiyl noA swiy A1aAs jeyy 1| bulesy suibew] ‘uonenis syl
wol Aeme 396 pue ajes aiaymawos Aeme unig 03 aJ41sap eyl ‘Ajpuepiodw siow ‘pue
yoewols ayy ul Bujiea) »2Is ay3 ‘eres pesy Buidwnyl ayy ‘uoireniis 1yl Ul 33 NoA
MOY AHUIYL "AVA JTONIS AYIAT 91| [93) ued uaJp|iyd asay] jeym si siyj ‘||oam ob o3
Bulob jou st yorym ssoq sy yum Buieaw eyl 4o S NSad 159] [e2IPSW JO S}NS3J WEeXD
J0j Buniem ‘maiassiul gol juepodwil jeyl — 384 J9AS SABY NOA ISIOM syl suibewy
‘dwil 03 W] wody sousudxe [|e am Aleixue AepAians ayl puoisq Aem se0b6 uslpiyo
9S9U] JO awos 10j AIBIXUB JO [9A3] 943 1BY] 310U 03 Juepodwl s1 3] AlSIxue 0] oeq
3ybiedys awo0d Ajejelpaswwl ap  *s|doad BUnoA syl Jo M3IA Jo julod 9yl wol) 3sd14

‘sjuelsisse
buiyoesl pue sisyoesy Apenonded ‘wsyy Buioddns jo qof syy sAey oym asoys
104 os|e Inq ‘sjdoad BUNoA asay] Joy Aep |00YDdS BY3 JO S3SS3UIS SNOLIBA By Jo 1oeduwl
S4] ssujwexa pue ‘JUSWUOIIAUD [00YDS B U] Wyl yim Bupjiom asoyl pue ‘wniipads
SlIsIINY 84yl U0 uaJp|IYd Jo sjuaded yjoq je pawie s| SPIMEe Sy} Jo Jed puodss sy

OM] Hed — WoolIsse|d 8y} Ul Ydd Uyum pjiyo syl buibeuepy

2102 Aenuep g ‘Aepsan]
+£) JuUSWIWoD | #0770 12 ABojoyohsd 10; djaH Aq paisod

"UozZeuwy elA palapJo-aid aq ued

Vvdd pue wsnny 1o} diay

8L0c/F LIS



5/14/2018

Help for Autism and PDA

it is hardly surprising that so many children on the Autistic Spectrum struggle at
school.

However, it is not only the young people who find this difficult. Many teachers report
feeling helpless and not being sure what to do for the best when a young person is
clearly distressed, but at the same time causing havoc in the classroom. Even those
who do not visibly show their distress can inadvertently cause disruption, fidgeting,
skin picking, interrupting, getting in and out of their chair, refusing to do certain
pieces of work etc.

The answer is often to allocate a specific teaching assistant to support a particular
child. This can be a very difficult job and it is easy to feel disheartened. With many
children, particularly those with PDA, you can feel that, at last, you have made a
breakthrough - the child you are working with appears to settle and be doing better,
then suddenly, it all goes horribly wrong and you are back to square one. In your
darker moments, you may even feel that the child is deliberately sabotaging your
efforts. It does not help if you have been physically punched or kicked or been
screamed or spat at by a highly distressed child. It is hard not to take this
personally.

One issue which is often overlooked is that of burnout. Health professionals have
regular supervision (a space in which to discuss with a colleague or manager how a
certain situation, child or family has made you feel). ‘Projection’ is a psychological
term used to describe how a child can ‘project’ all their anger, fear and frustration
onto you and make you feel useless and bad at your job.

Without that space to be able to discuss how a situation has made you feel, it is not
long before people start to doubt themselves and feel burned out. Also, working
with a child with Autism (and even more so with PDA) can be physically and mentally
draining. You will pick up on their anxiety levels (even if the signs are not obvious)
and may feel like you are ‘walking on eggshells’ trying to avoid at all costs, saying or
suggesting something which will lead to an outburst. Regular breaks and, if possible,

https://help4psychology.blogspot.co.uk/
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parents and ultimately on their ability to hold down a job — how many employers are
able to be sympathetic and that flexible?

A high number of children on the Autistic Spectrum, particularly those with PDA, will
be temporarily (and sometimes permanently) excluded from school. To be fair, if the
child is so distressed that they are putting themselves, or others, in danger as a
result of their behaviour, this is probably the only option schools have.

However, all behaviour is a form of communication. Children on the Spectrum who
are throwing furniture around or hitting their teachers and peers are not ‘naughty’,
they are distressed. They often do not have the words to express how they are
feeling, or the social imagination to predict the consequences of what they are doing.

School staff often feel at a loss to know what to do for the best. Children with
Autism struggle with change and will often find a change of routine, or teacher,
unbearably anxiety-provoking, but often with the support of visual timetables and
clear structure, many can cope. Those who appear to experience the greatest
difficulty are the children with PDA. Everyday demands are often unbearable and
they can quickly escalate into full ‘meltdown’. This can include screaming, punching,
kicking and biting or running out of the class. ‘Some children might need to be
restrained for their own safety which is distressing for both the child and the staff,
who even if they have received appropriate training, often feel uncomfortable.

The following strategies may help some of these children to succeed at school. They
are taken partly from the National Autism Standards, ‘The Distinctive Clinical and
Educational Needs of Children with Pathological Demand Avoidance: Guidelines for
Good Practice’, produced by Phil Christie, who was formerly the Director of Children’s
Services at the Elizabeth Newson Centre in Nottinghamshire, and partly from advice
and guidance from the staff at the Robert Ogden School, a National Autistic Society
School in Doncaster who have experienced good outcomes with children with PDA,

Children with a demand avoidant profile tend to under-perform in terms of their
potential, due to their anxiety and need for control. Key issues for any school will be

https://help4psychology.blogspot.co.uk/ 14/18
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terms of mental health issues, and how to avoid burnout when working one to one
with a child with PDA.

Posted by Help for Psychology at 04:54 No comments: G+

Wednesday, 30 November 2016

It's not only girls who can mask

Following on from the previous article regarding masking in children on the Autistic
spectrum, this article is going to look at boys who mask. These boys seem to fall
into two distinct categories. The first group is those who understand the rules at
school and appear to manage the structure of school very well, but who are often
struggling socially and academically, and who keep ‘below the radar’ whilst at school.

When teachers and other staff at school report that they are doing well socially and
have lots of friends, sometimes they will need to look more closely at the quality of
these friendships - is the young person on the periphery of the social group in the
playground, looking for an opportunity to join in? Do they go on 'play-dates' and
more importantly, are they invited back for a second or third visit? This can cause
stress and anxiety because he will have no idea why this happens or what to do to
fix it.

These young people also often have what psychologists refer to as a ‘spiky profile’ in
terms of their IQ. They may be exceptionally good verbally but have much poorer
non-verbal skills. This may lead to them being poor at mathematics and/or poor at
organising themselves. They may also have difficulties with auditory memory.
Basically, information goes in one ear and out the other without being fully
processed, so the young person will not be able to follow an instruction given
verbally. This will more than likely mean that homework instructions will be
forgotten. If you then combine that with poor processing speed (another very
common problem for young people with Autism) and the poor child will not even be
able to copy information off the board or complete work in time. It is hardly
surprising that this apparently well behaved child becomes angry and stressed in the
safety of his own home. It is important that teaching staff (and parents) recognise
that for some children on the spectrum it is not a case of ‘won‘t do’ but *‘can’t do".

https://help4psychology.blogspot.co.uk/
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